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DEPRESS10N AND_ LOW-INCOME, 
FEMALE-HEADER FAMILIES 



Frincipal tnvesUgatohO^ Et^.B., eiah 

Author: Eunice Corf man, 



Not often, but on ^casion, a research project is undertaken 
on the cutting edge of an urgent social issue where "something 
must be done," even though the knowledge bas« is not yet 
secure enough to show clearly what that ''something" shoulel 
fe. The Streiss and Families Project is such an undertaking. 
Initially under the direction of the late JDr. Marcia Guttentag, 
this crbssniiscipliriary team of women researchers is now under 
the ^direction of Dr. Deborah Belle at Harvard's Graduate 
Schck)l of Education^ 

The Stress and Familie^Prcyect deals with ^veral urgen^ 
social issues that have kindled, passion arid reactibri over the 
tot decade. One is the role of wbriieri, ari issue fdfmulated, 
explored, and developed mostly by white riiiddlfe-class women, 
but ii^reL extended to both white and black Ibw-iricbriie women. 
A second, ia the cultural phenomenon of depressibri character- 
ized as "the lOs illness," as anxiety was said to belbrig tb the 
60s: Related to both is the common but debated finding that far 
more women suffeSf om depression than do riieri. Still a fburth 
issue is the specialized but tantalizing one that, like oil arid 
water, research and Activism do not mix. And last is the social 
reality of increasing numbers of low-income feriiale parerits 
who are rearing their children alone and the sck:ial issues-^of 
what this bodes for them, their children, and society. 
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To .approach this knot of social issues required a broadly 
^^"^^'^^^ ^^^^^^"^^ scheme arid a broadly scaled research pro- 
gram spaced over several years. Much of the original scheme 
was conceived under the tutelage and with the driving spirit of 
Dr. Guttentag. With her sudden an^ unexpected death, her 
colleagues' task was the cdriversibri of grief to an abiding com- 
mitmerit to carry the work tp its conclusion. 

A sbmew^hat special spirit has marked development of the 
research design and also ihe relation of the colleagues to each 
other and to tjieir respondents: The term "sisterhood" is a wan 
and stiU awkw^arid expression for the' close and iriterdepe^flerit 
collaboration of_ ihe extended team of researchers specializiri^ 
in ''difierent aspects of the project. Orie dUtcdriie of the women s 
movement iias been to question the riecessity of a hierarchy or 
lacking order for the efficient execUtibri of a large and compli- 
cated enterprise. The team does ribt have brie. Moreover, in the. 
second phase of the research scheriie, a series of intensive inter- 
vievv^s with a selected riUriiber of Ibw-incbme families, the team 
has corisistently irivited their respbriderits to share in the coi- 
laboratidri. Iri part this may be w^omen s movement' sisterhood, 
but it is also a deliberate function of the research objectirve and 
design: Iri hUriiari research,; gaining the intimacy and trust of 
subjects may be a precondition foF authentic, true responses: in 
iriterveritibri research, trusting the subject's capacity lo know 
what's rieeded can be an important guide in the research 
desigri of i rite rveriti oris. _ 

: The research scheme may be Hivided into three phases. Iri 
the first phase ji^tndy was undertaken to investigate the valid- 
ity of the* common .understanding that many more wbriieri 
suffer from depression than do men and to see why this riiight 
be so. One outcome. of this investigation was the firidirig that 
disprpportionately^lar^e numbers of low-income, sirigle^parerit 
mother and low-income married mothers of- ybUrig children- 
were de pressed. _^Th 15 led to a second ph^e of the research 
scheme, an intensive investigation of a small sariiple of these 
mothers, using combination of receritly 'develbped questibri- 
naires, .observations, and open-ended interviews. Thesg were 
designed to elicit what could be learried abbUt the primary 
causes of such depression and what iriterveritibri strategies 
might be likely to succeed: 
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is second phase, a confereriGe was held 
at the Aspen Institute for Hurriahistic Studies in Aspen, Colo: 
The activist commitment of the proj^ect became explicit as the 
tearn described the project in careful detail to invited partici- 
pants from tfie worlds of jburhaHsm aiid the mass media, the 
Federal bureacracy, hatibhal and State legislatures, and the 
academic community. The participants , were asked in turn to 
publicize the problem, critique what had been done, and realis- 
ticalfy appraise the political, legislative, and program difficul- 
ties in actually bringing about effective irit^fveritions. The 
third phase of the research scheme is still ahead.- It bas two 
parts. The first will be a follbw-up to the second phase inten- 
sive study, to confirm many of its leads. The second will be to 
test a s'elected number of ihtervehtidris in the light of the 
advice from Aspen and of findings from the fdlldw-Up study. 

it is a long and sustained march the tfeam has undertaken, 
ambitious in' its variety of goals^ and challenging in requiring 
control of the tensions introduced by trying to satisfy all of 
them— the rigor of tpracticing science, the commitment of find- 
ing ways to mitigate a painful social condition, the bonding to 
women who need help: 

THE FIRST PHASE 

In the^early TDs, one cgriseauehce of the rising cdnscidUsness 
and sense of outrage of militant feminism was a claim by 
Phyllis Chesler in: a book for the general reader, V^eri and 
Madnessy that in the! area of mental health wdmeri are blatant- 
ly misdiagnosed ahcf mistreated (1971). MUch df the evidence 
offered was anecdotal, based oh individual interviews, and some 
of the statistical data on in- and dUt-pat\ent populations do not 

support the clairris triade from them. \ _ 

• At^boot the same time a stuHy of Gove, and Tudor (1973, p. 
823) concluded that "All of tHe infortaation on persons in psy- 
chiatric treatment indicates that more women are .mentally 
ill.** The claim was ttade not only in the sense that more 
women were becoming mentally ill, but also in the sense that 
more women than rrven are mentally ill. While the claim in the 
first sense was statistioally supported, the claim in the second 
sense rested on ah extremely hafrdw definitidn of mental ill- 
ness that excluded diagiidstic categdries such as alcohol' disor- 
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ders, drug disorders, organic brain syndromes, personality dia- 
brd^:^, and. transient situational disorders of childhood and 
adble^enc^; in all of which men predominate.. 

In trtrth, not enough was known about the relation of women 
and mental health to be able to separate fact fr®ii mere asser- ; 
tibh. Hence, the first phase of the study singled out this- prob- 
lem as a place to begin. A collaborative study was conducted by 
Harvard Uhiversitj^ and the National Institute of Mental 
Health, called the Women and Mental Health Services project, 
and the C(>Directbrs were Marcia Guttentag at Harvard and 
Susan Salasin, the project officer at NIMH. Statistical data 
provided by NIMH's Divisibri bf Bibrrietry and Epidemiblb^ 
included trend data on sex differences in utilizatibn rates ^nd 
^J^^9^^ ^^:^^V^^^^^^ mental h^lth service facihties. This 

use by wdmeri arid men bf State and 
coohty mentaLi Hospitals, publicly supported facilities, arid pri- 
vate psychiatric Ir^atraent, out- and inpatierit care iri gerieral 
^hospital psychiatric units and in private mental hospitals. * 
__;AlLlhese sources of statistical data were brbught tbgether 
a ni3 analyzed ta see whether there are sex differerices in the 
use_^of mental -health services and in what categdjies bf illness 
such differences may occu^ But this only indicated the data fbr 
people seeking'treatraent: It did not indicate the sex differerices 
\and prevalence of these illnesses out in the general pbpulatibri. 
jThe latter would be needed^ ±00, in order ta decide what the 
problems were, how large^ and then what might Jbe done about 
them. So to the data analyses of use of serviced wer^ added 
reviews of the epidemiological literature on_ prevalence and 
incidSnce^bf mental illness, both n^ionally and internatiopaiiy: 

Findings ' - - t ' ' 

Women and Depression 

. - -- . - . - - w 

Women are more likely to be depressed than men. Epidemi- 
ological studies show that more women than men sh6^ symp- 
toms of depression, and utilization rates show that wom^l^tfye 
a much higher rate of treated depression than do meri^»||tog 
women, nbnwhites generally show higher rates of men^JSll- 
riess thiiri <ib whites. The highest rates are found among Mpa- 
rated br divbrce4 men and women. Among women the'higfiest 
'rates are iri the 25^44 age group. Among married vybmen xfe- 
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pressive symptoms. are most common among women who have 
no chiidrexi or women whose children are Hying with thern. 
Older women, wJiose children have left home, do not show such 
high mean depression scores. The percentage of women arid 
men diagnosed as having persbriality disorders, rieurbsis, arid 
schizophrffila are roughly equivalent, yet twice as many 
women as men are diagnosed as sufferirig frbrii c?eprcsstf;e disor- 
ders (Redick 1974). These peak for wbmen in the the 25-44 age^ 
group. Depression is the leading diagnosis for wbrrieri, except in 
State and county mental hbspitalsi where schizbphreriia is first. 
In contrast, for men, alcbhblic disorders, schizophrenia, arid 
personality disorders, in that order, are the leadirig diagnoses 
for State and county riiental hosj3ital adriiissibris, arid schizo- 
phrenia arid persbriality disbrders iri community riiental health 
centers, Iri devefoped riatibris riierital health utilizatidri figures 
show si^ifiqahtly jgreater riuriibers of depressed feriiales than 
males (Wei^riiari 1975). Nearly all studies of treated cases of 
depressibri show a marked iricrease in ybUrig feriiales diagripsed 
as depressed duririg the past two dec^ldes. Recent epidemidldgic 
studies cbnfirrri the prepbriderarice of depressed women (Radloff 
1975i Pearlin 1975). 

The rate of depressive disorders seems to be increasing. Iri_ 
1971 the single diagnostic category with the largest nuriiber df 
additions was "affective and depressive disbrders." It is the 
leading diagnostic category for both vvhite arid rioriiwhite 
women. These increases do not appear to be the' result bf diagr 
nostic bias or changes in psychiatric labeling. If brie looks 
beyond treated cases to evidence frbrii the world at large, epide- 
miologic studies bf suicide attempters show therii to b^ over- 
\y_helrnirigly yourig feriiales, riibstly betweeri the ages off 20 and 
30, with ari iricrease ariibrig married arid separated/divorced 
wbriieri. Several studies of the personality df suiclde-attempters 
have fourid riibst of therii (about 80 percent) to be clinically 
depressed at the tirrie of the attempt. The typical suicide-at- 
teriipter tends to be a young woman from a lower middlercJass 
back^dUnd who has a recent history ^of serious ijiterpersonal 
conflict, especially divorce^ separation^ or_ a rocky marriage (al- 
though the numbers of actual suicides are disproportionately 
male). One recent study found that the most depressed women 
were those who were poorly educated, were working at low- 
status jobs, and were married, with children at home. Scores 

•7*. 
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Mndiaite, too. thuL the lower the J^ge of the. youngest chiid^ th£% 
higher the iLkelihood of defjression. iLJs the young, .married,'' 
working Iow-income_ mother, wha is most Jikeiy to be jdepressed 
(Radioff 1975): These.fuidings-are aiao supported by community 
studies, in othoer .deyeiop£?cL count ries: Further^ economic hard- 
ship,, social, isolation, and parental responsibilities .are life con- 
ditions that impinge most sharply on the single-parent^' family 
head, who is nearly always (97 percent of the time) a woman 
(Pearlin 1975). - 

These findings provido a clue to some causes- of depression. 
The findings are, however ^ at odds with hormonal theories that 
place menopausal women as particularly at risk for depression 
and with psychological ''empty nest" theories about mothers of 
similar age confronting Homes without children and hence lives 
bereft of their main purpose and function: 

In response to the findings ah hypothesis emerged about 
some causes of depression consistent with them. High rates of 
depressibri seerri to be associated with stresses that derive from 
life cbriditibhs sUch as single parenthood, low iricbme; poor 
education, and responsibility for young children. An addjlive 
stress theory is cbhsisteht with several findings. Women, with 
ybUrig children at home show higher mean depressibri scbres 
thari wbrrieri whose chirdi;eh' haVe lieft. The fact that>^ latter 
riUriibers of ribriwhite than white faijlilies haVe a sirigle parerit 
is cbrisistierit with the higher rates bf riierital illness in black 
thari white women. The hypothesis bf the additive striess theory 
is that, cumulatively, diffeferit sources bf stress iricfeasirigly 
put orie^at risk for depressibri. Added stresses become too much 
to bear, and if there is no relief from them, the risk of depres- 
sion increases. , - 
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But there is a second part to the hypothesis. The sex differ- 
ences in rates of depression may be reiated to conditions of^ 
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he[ple.<<ru\ss in-VeHpondin^ to stresses: According to Seligman, 
the etiology of a particular depression includes a past history of 
learned Helplessness which creates susceptibility in the person 
(197^1). Further, a current situation of helplessness is the imme- 
diate erivirorimehtal agent of the depression. The hypothesis 
assumes that the role society teaches many women encourages 
Kherri to learn helplessness: to be passive, riot to be aggressive, 
hot to seek power but to trust others, to riUrtUre others arid pUt 
their needs before one's b^yri, io appreciate mastery iri others 
and not threaten therri with brie^ :Owri,^arid so bri. Thus, there 
is a close connection between Seligman 's concept of learned 
helplessness and the powerlessriess" of many women s roles 
which may help exFJ(ain the greater prevalence of depression 

among them. _ J 

^Recent research (Dohrenwend 1973) has tried to relate stress- 
ful life everits to physical and mental symptoms and in an 
additive way to health problems of all kinds. Examples of 
stressful life everits are divorce, loss of a spouse, Josis of a job, 
relocation, arid everi miribr stresses such as quitting smoking or 
dieting. Epidetriiblbgic studies show a high correlatiori between 
such stresses arid rrierital health symptoms. So still a third part 
of the hypothesis is that lives of depressed people may show a 
greater number of precipitatirig life^stress everits. We should 
distinguish these life events frbrii the mbre gerieral arid Ibrig- 
lasting life conditions that are the subject of the first part of 
the hypothesis, such as being p>bbr, livirig alorie, arid raising 

small children, 

There are thus three .aspects of -this hypothesis: stress of life 
conditions^ learned helplessness, and stress of life events. Ac- 
cording to thi^ socip-psychological explanation of depression^ we 
should expect-to find it among. people with the highest rates of 
stressful life conditions and life events with which they must 
cope, and at the same time the fewest^ctual^o^sibilities for 
mastery over them: This hypothesis, is coiisiatent: with bio- 
chemical theories. Although learnediieiplessjiess and the. stress 
of life conditions and events may tomhlne to cause depression, 
biochemical studies of depression indicate tha_t_there are bio- 
chemical correiates of these states. (Indeed, althougir this study 
does riot test for biochemical correlates of- Repression, -there 
may be a feedback system between the' biochemical and psycho- 
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gehic aspects of depression.) It remairis for the second phase of 
the study to begin to investigate the validity 6? this hypothesis. 

Other Findings 

• Women are more likely than men to be diagnosed as rieUrdt- 
ic, arid men are more likely thari wbriieri to be diagnosed as 

• havirig alcohol disorders. 

• The ^ata are ambiguous about whether men or women are 
at greater risk for mental illness. Men show higher rates of 
admission to State and xxionty ment^ iiospitals,- while 
i^omen ^ow higher- rates to-coramonity mental, health renr 
ter& JBef ore ^ny comparisons can be made, the type of 
mental illness mosUbe expicitly defined. ; 

• • ^Th^gh date ai*e sparse and subject tP different interpreta- 
tionsi available iriformation suggests that people from lower 
social classes have a higher risk of riierital illriess thari 
jD^bple frbrii higher classes. 

• People who are separated or divorced 5how_ higher rates of 
meJttal- iilness- than people in other marifial-status catego- 
ries: Further, the. data^imply ihat rates of mental illness are 
much higher among single men than among single women. 

• Regarding age^ the ijiighest rates , of merital illness for 
wdmehiare iii the 25-1^ age group, the second highest are iri 
the 15^24 age group. For men, these two groups also have 
the highest rates, but the order is reversed. In addition, meri 
iri the youngest group, 18 and urider, have a riiuch higher 
rate of adriiissibri tb riierital health f^ilities thari feriiales iri 
that age group. 

THE SECOND PHASE 



The bdrden of findings from the iirst phase led the Harvard 
team to focus for its second phase on depression in mothers of 
young children in low-income families:! The objectives were to 
investigate the kinds of ^tresses that lead to their high rates of 
depressibn and to study tfie effects of these stresses and depres- 
sion on their young childifen. 
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An Intensive Field Study 

The members of the team now turned from broad gauge 
epidemiologic studies of depression prevalence in treate^ and 
untreated populatibhs to an entirely different reaearx^Ji ap- 
proach and design, an intensive field study of MJow-income 
mothers and their children, this was zeroing in from a nation- 
al picture to ah intimate look at people in a family: 
. Sfie age of the women varied from 21-44 with a mediafii of SCK 
They, were racially divided, 21 black, 22 white. By marital 
status 20 were single~-never married, widowed, separated or 
divorced, and 23 coupled— 12 legally married arid 12 living with 
a jnan: Most had some high schcnol educatibri, alriidst two-thirds 
had_a diploma. Their median a_ge at the birth of their first 
child v^as 19. At the time of iri^rview, 32 of the 43 were? 
receiving Aid For Dependent Children beriefits. The median 
nuiSber of household members was_ 4.6, arid the riiedian per 
capita yearly household incprhe was $1,452. 

The wdmeri were recruitelfrom three Boston area neighbor^ 
'h<xxls, drie mostly black, one "mostly white, agd one _mixe<J. 
Q)ritacts were made through, community groups, settlement 
hdUses, political groups, Say-care centers, liousing projects, arid 
schools. A financial incentive offered for participation. Ari 
attempt was'^made to keep- income and educational differerices 
between marrifel an d_ single women and between black arid 
white as small as possible- Gonversely, women wei^ selected 
with a wide range of educational and working histories, with 
from one to many children, living with from none to riiariy 
additional kin: 

Two researchers wdrked with each family. One interviewed 
the riibther. The Other observed family interaction in the home 
bver a series of sessions, interviewed the children about their 
relatibriship with their parents, and interviewed the parentis) 
about child-rearing practices: Black women were interview^ed 
by a black woman and white women by a white one. All of the 
interviewers were ^omen, but some of the child observers were 
men. Work with each family extended over 3 or 4 riibnths with 
weekly or biweekly visits. Usually the researchers visited the 
family separsitelyL Researchers were usually graduate studerits 
at the Haiiard School of Education experiericed iri wbrkirig 
with low-income mothers and children. Some were riiiddle-aged 
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with families, of tHeir own, many had commumty experience: 
Most achievecl high rapport with their families. No family 
dropped out of the study after work with them had begun. 

The Interviews 

One objective of the interviews was^ to determine the rate ^f 
depression among these mothers. A widely used self-report 
.measore of -depressive symptdms, the CESD Scal^, was admin- 
istered to each of them, once toward the beginning of the work 
with them andxuice toward the end of the study. The measure 
asks^^ach tjoestions as -whether their appetite was poor, 
whether everything they did an effort, whether they had 
crying speHs. felt lonely, i)r could- ijgt 'get going."' Twenty such 
questions covering' the past week, were asked. A self-report 
measure was also given for each of three other mental health 
indicators— anxiety, self-esteem, and locus of contrx^h The meas- 
ures were the Zuckerman Adjective Sheckiist for measurement 
of Anxiety, Rosenberg's Self-Esteem and Stability of Self Scales, 
and Pearlih's Mastery Scale. 

A second objective was to see whether depression correlated 
in these women with their life stresses. This was complicated by 
the fact that^most life-event-stress scales developed up_ uiitil 
now have been derived from and are her^e possibly unique to 
middleH::lass nieh, though across several races. Dr. Vivian Ma- 
kbsky, of St. Lawrence University and the Stress and Families 
Staff, is responsible for constructing the life-event and life- 
cbriditibri-stress measures. Her ' working l^ix)thesis was that 
t^ese evierit scales might be missing stressful events unique, to 
women, overlobkirig or misevaluatirig stressful events uriLque to 
low-income people and, lastly, losing ah important distfftctioh ' 
between stressful life events and stressful life cohditions {191S}. 
Life^vent scales-quantify and weigh changes in one's life that 
additively prjedispose one to increasing risk for mental or physi- 
cal disease (Holmes and Rahe 1967). Makdskys hypothesis was 
that some of the stress in one's life is not related to how much 
things chahge (events), but to how much an oppressive condi- 
tion stays the same where conditions a^re ongoing, enduring 
aspects of one's life (Makosky 1978). What needed development, 
then^ were ways of quantifying stressful life conditions, consid- 
ering both severity and duration, in addition to a new life- 
events scale which would include events more appropriate for 
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wbmeri.'S^th the event arid cdriditidri measures would include 
stresses tiiat Ibw-iricdrii^ - 

The first part of the Life Eventa_measnre asked the mothers 
for the most recent events -that^ had interrupted or changed 
their Hves, They were then presented with a list of 107 specific 
events and were asked whether the event happened to them, or 
to ^meone important to them, during the past 2 years. If so, 
each was asked to assign a rating of intensity arid duratibri to 
the stress. Lastly, each was asked if there were irripbrtarit 
events within the last 2 years hot asked abb ut or everits older 
than 2 years that were still causirig prbblerris. The reasdri for 
asking whether everits had happeried riot drily tq them but' io 
someone^ important to them was to test a ' conte^gion orstress'' 
hypothesis, to see whether womeri may add-to^ i^^^^ stress 
by experiericirig stress from events that happen to others. 

The Life Conditions measure was designed to tap ongoing 
aspects of these lives that were, likely to be s^essful.: For exam- 
ple, monBy events included a drop in income- foreclosure bf a 
mortgage or loan, and so on, while rnbney cb^rfi^ibhs included 
lack pf fiiiancial security and the unpredictability bf iricorrie. 
Parenting events included changing child^are arrarigenierits br 
losing custody, jwhile parenting cbriditioris iricluded havirig chil- 
dren who were less than 2 years apart, childreri with handi- 
caps, having no one for child care if brie warited to gd out, and 
so on. Mothers were asked abbUt cdriditidris in the areas of 
employment, exterided fariiily, ffierids, physical and mentd 
health, iritirriate relatidris, law, housing, money, education, and 
jpareritirig (exhibit 1). 

_ f he Biscrimination Interview develbped_ by Jacquelyri Mitch- 
elt (exhibit 2)^ried to: assess hqw powerful a sburce bf stress 
discrimination was, whether related to sbcib-ecdridmic status, 
race, sex, single-parenthood, br place bf residerice. The catego- 
ries bf discrimiriatiori were deterrriiried by each woman herselft 
not predeterriiiried. She was asked to describe herself in- terms 
of social status, ethriicity, arid race and ^ve her own rHting to 
what, if ariy, kirids of discrimination she i>elieved she had expe- 
rienced. The interviewer- also_ asked for the setting (welfare 
offices, schools, jobs) where the discrimination occurred, who 
was most likely to do it, and what its effect was. Mothers were 
asked to rate the stressfulness of these experiences. 
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EXHIBIT 1 
Case Study of '*R'*— Stress arid Depression 



( Note high cor re 1 a t i on of h i§ h -d e p res s i on sc o re w it h_hig h Stress 
score, in a typical community sjjrvey, anyone with more than 5 
Hfe-stress events per year [or 10 per 2 years] wo^ld be in the 
6^A^6/n6jy .^'gl^-^^ events for these mothers 

ranged from 27-1 1 6 per 2 years.) 



CES—Depressibh Score = 36 

Event To Whom When 



Stress 









Self 


2/77 


8 


Boyfriend 


9/77-10/77 


8 


Self 


12/76 


8 


Boyfriend 


6/77 


7 


Friend 


1/75-3/75 




Son 


77 


8 


Self 


6/75 


8 


Self 


7/77 


8 


Self 


8/77 


8 


Mother 


9/75 


8 


Daughter 


8/75 


8 


Self 


6/77 


8 . 


Friend 




6 


Son 


10/77 


8 


Self 


12/75. 6/76 


3 


Self 


'69 


8 


Self 


70 


8 


Self 


73 


8 


Self 


• 


.8 


Self 


71 


8 


Self 


3/71 


8 


Self 


3/71 


8 



Son assigned to custody 

otState by father (R 
:!>lost castody) 
R s'boyfriehd had 

sur§:ery _2 ------ 

R hospitalized with 

bronchitis 
' n vo I u n t a r i ly u n e m p I oy e d 
. due to illness . . 
Three members of friend's 

JaniNy ciiecL_i lu 
Son had psychological 

distress (hospitalized) 
PhUd^left tioiisehold 
Victim of robbery 
Victjrtl of beating 
Rifle through car 
.. window _ 
Beaten by R*s husband 
Jdmed a self-help 
: group 
Friend arrested 
Been onj^robatibn 
Loss or death of a 

pet - 



Conditions 

Being on welfare 
Breakup of marriage 
jllegLtimate chijd : 
Child gets in serious 

trouble a^^schbbl 
Lest '€ustp<iy: of child 
NervOQS breakdown. 
Patient in mental 

fipspiial: : : : 
Made appearance in 

court 



Self 



71 



ii 



^ - DEBORAH ^JJE feT At; 3 
iXHIBit 2 

^ ewi Study: !|xceKrt$ Fro^^Jsqrlmlhatldn Interviews 

Some blacks and W)iites1eei ^i'rimlnited against by the same 
institution : - ' ^' y-- 

Wti lie Respond^: ["^^^^ tiy Welfarfe: 

They're d04ngj1l^re tor blacxk^s t^^ 

Black Respondent: IM \wa5; febme t:ime_a§_a , , . they (Welfare] 
were:§iving out furniture, etc; The blacks were never toldrif we 
foand out. vwe. fbq^'d out through knbwihg^a White friend: 

Singleigarenthodd prrierged as a major .^trfessor. : i 

Respondent: '1 found that as aisifigle so-called 'separated 
parent; gbrng to sctiool to attend to 'm>^ children's affairsliad 
put me in jeopardy— fnany a day, because there was no man 
with me. I don't fee! that quite deeply:anynio/^Jiion;t feel tha^^^ 
I would ab^Jp by rriyself, if the cmidren's father wasn't there, 
around to go with me, then I'digei someone, a man to go: I 
' would hot, go there by myself anymore . . . - 
Another respondent expressed attitudes she experiences be- 
cause of her marital status: _ ' : 1 :;:i _ _ 
Interviewer: "Hayeyplu ever felt or been discriminated against 

because you had a child oatof wedlock?" _-_ 

flespandenf;i"Yes. Like agehcies you go to, for jobs. Like, 
people look at you, write down Kow many childreh^ y^^^ 
.and [when] you say you're not married, [you get] the expres- 
sion." : 11 :_i 

//Iferwevver: "How do they express it?" iii il: : 

Rjespond^t: "Like, you know, the expression, like it shows jn 
•their faces: Like you catch: them vvhisperihg or mumbling: You 
know . . . (Dther people too;" 

/nferv/evyer -'Whait other kin ^ . 

Respondent: "Like people on the street in general" 
/nferv/ey^er '*M say. *Oh. you know; wow! So many 
kids and not married!" 



Dr. Deborah Belle^ the Project Director, and Cynthia Ldrigfel- 
Idw were responsible for the social asp^ects of the study. Being 
part of a sociai neiwm-Jijy f friends and relatives is often regard- 
ed as a buffer against presses of life and depression, and for 
this reason each, woman was asked to describe the kinds of 
support she received from other people in her sck:ial world. 
Questions were asked about intimate social support (''When 
you have a very personal problem that you want to talk about, 

.11) ;'-■/'>! 0 - - ? 
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-whom do you speak, to firstr'), and- questions about her close 
friends (how often were they seen, where they liVed, how long . 
sl^e^had known them). Questions were asked about neighbor 
hood_ sociability and exchange of favors,. Contact with relatives 
people-at work, friends, recent; changes in the network 

btrategies for. co/7m^ are also a useful defense against the 
Stresses otijfe; F!?r this reason an interview ^n coping designed 
by Jacquelme^IV^rtTn (exhibit 3) was included to investigate the v 
ways in which stress is experienced and managed by the 
• ^yornen. Given the diversity of their life conditions and unique 
quality of some of their problems, an. open-ended interview was 
conducted. Foyr problem situations were selected for in-depth 
discussion with probes devised to elicft the stfMins incurred and' 
, on whom,^the amount ff stress experienced, their perceived 
control and_ mastery, the social resources availa^e or lacking, 
and what learning .waS derived from the experiilce, Mothers 
were also mvited to list: areas in which they wished: (B- more 
help (2) more information, and (3) more^cstitrbl. They were ' 
asked to discuss what they found hardest to handle when feel- 
ing depressed pr under stress;. to:!ist what was most useful to 
alleviate these feelings; and to evaluate t&eir current life and 
coping capacity. One thing interviewers were Careful not to do 
was categorize, the mothers as "good, bad, effective or defective 
copers. 

Xn interview, was designed by Kristine Dever to elicit how 
adequately _ the social services institutions-welfare, food 
stamps, and health care-fnet the needs of the mothers It 
explored bxith what specific programs alle^aTe^ stress and 
what str_essfnl experiences these institutions provoked Inter^ 
viewers prabe^d for the kind and quality of service and isolated 
areas that were a source of stress. The method sought to recbg: 
mie that the mothers were the best guides in deciding what 
was valuable and what was bettdt changed; * 

A nutrition interview designed by Polly AsKley included 
questions about what had been eaten in the last 24 hours and ' 
about patterns o.f food preparation and family meals. Poor nu- 
trition may result from lack of money for food, lack of knowl- 
edge about nutrition, or the disinter/k or bverinterest in foAd 
that often accompanies depression. Poor diet may be a signifi- 
cant source of stress in itself, as may also lack of enough food 
or inadequate means for storing and preparing it. 
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EXHIBIT 3 



A Cat© Study Excerpt From A Coping Interview 



Respondent's Description of a Highly Stres sfu l Situatio n: 



"I was living with a ma.n:who was vident^iyyas constantly in a 
. state of fear. He would beat me op perjodically^ I gotis_te_a.dily 
sicker and sicker. I lost weight. J had to get my gall bladdaroul. 
and my jaw won't_be thesame again. Emotionally l-got so fall of 
fear: I couldn't talk: on t_he_phone or go out of the house. I 
jumped a lot at nothi^ at all." 

Coping Strategies: 

"I saw a counselor once a week ". 

"I got right in a cab with the kids. We sat on tiieiflppr of the cab. 
We \<vent right over to her place (friend's), and she let us stay; 
overnight." _2 
"Then we went to RESPOND. " 

'J went over to the: C^tribndge. Hospital Mentar 
Outpatient Department: I asked them to admit me and have the 

kids placed in foster homes." f - 

'Jjoingd^ support group— a battered women's group connect- 
ed with RESPOND:'' _ - . ' ' 
"I also joined ALAr>jON.: _* _ : , 

"My family helped for awhHeJ' : ; ^— ^ , 

"A very distant friend called me just by chance after I got beat 

up bad.'^ _ * 

'::They J RESPON D] gave me shelter and even- took me, to the 

hospital forX-rays/; • ' . 

iiThey also stayed with the kids sp j cpuld get over to ALANUN. 

They also helped me with transportation.;' . / ' 

"The only thing that helped me at all was that I; would get put of 
it— the feeling thatbneday in some way I woaldbeout olthis." 
"I abo th^ught jhat I would eventually learn all the things that 
made him so angr>tand_t_hat_t wouldn't do them anymore. ' 
"I remember trying constantly to control everything so he 
wouldn't flip out." 

Strains and Consequences^^M^ne P r^blerr^ 
"I had hb appetite and^s! said. I lost we^^gbt. l . slept a lot but had 
a lot of nightmares. Patience? Ah, I had plenty pf_that, You 
mighi say 1 was in a total cbrha. I got to the point _whe_re_l 
couldn't feehanythjng. Tears, hate, anything J couldn't f^eisad. 
Ltorgot what 'happy' meant, just fear, that's all I could feel. 
There was terrible tension in th^eair.ailthe time and nojhmg was 
spohtahebus. Everything was/nechanical. Tne children were m 
the same shape i was in: tense: " 

Wisdom Lea rned from'the Experience: 

• Now I seelbat I had agreat deal of power. Lbbkihg back. I can't 
think why I gave up all my power J_h_ad it all the time and 'jt 
couldn't h^ve happened three yearseariier. My self-esteem was 
low when it happened, in a way that's why it happened." 
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. Parent-chM investigated with CyritKia 

:^"^^^y^^^s Zelkowitz carryiilg major respbrisiblity. 
target child was picked arid observed through 
P^^^^^^: The chptfs behayibr and interactibri with 
?^P^?^^L^y mothef, was coded to provide an bbjectiye 
recor_d qT family interacffon pattern riot subject tb the moth- 
^^^^4 ^_^"^^P^^^^^^^^- The data were used tb test 
Xhyp^theses about thefeffect on childferi of stress br depression 
: ^^^^ a^ the effect of? children bri mbthers in 

exacerbating stress or ^epressidri. 

After the six half^hbur sessions v^ere finished, Zelkowitz was 
respdrisible for seeirig that eacfi mother (and father or boy- 
frierid, if preserit arid willing) wa^ interviev^ed on her parenting 
philosophy arid practice. Questibris explored her view of the 
paferital role, her bpiriibris bri obedience, aggression, dependert 
cy,. tfairiirig for resporisibility, aspirations for her childfen, and 
serise of cbritrdl bver their behavior. Embedded in the interaew 
was ari adjUstriierit checklist asking the mothers to report prob- 
lerii behaviors iri the target child, wrhich Was used as an oui- 
cdrrie rrieasure tb assess the effects on child development of 
livirig Urider stressful circumstances. 

And finally, each of the children had two open-ended iriter- 
views to explore their views^of the parent-child relationship, 
eliciting the nature of the. emotional ties to the mother, the 
parental demands £fnd controlsnsed, the sources of conflict arid 
their means of resolution, their understandling of the relation 
and their attempts at coping. Each child alsa answered .three 
questionnaires. One was a nurturance sca:le designed hy Eliza- 
beth Saunders tb jshbw whom they considered thein main 
sburces bf support. The second was the Bronfenbrenner punish- 
rrierit scale designed to show whether they perceived the par- 
ents as acceptirig br rejecting. The last was the Su^anson Ghild- 
Parerit Relatibriship Scale designed to show whether children 
perceived the relatibriship as happy, tense, or stressful. 

FINDINGS 



This extraordinarily jntensivfj and compfeherisiye schedule bf 
interviews produced an expectably enormous amdUrit of data 
for analysis. On the CES-S scale, half the women rated as 
depressed, with a very high mean sample score, as high as 
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those in one study of people who had experienced marital 
separation wihin the year arid, in brie site, of people who had 
recently experienced the death of their spdUse. Scores on this 
rne^ure indicate- the extent of depressive syriiptbriis arid, un- 
happinesa."About a third of the women had received treatriierit 
for mental health problems withiri the past 2 years, riidst of 

them without being hospitalized. 

All of the women lived in high-crime neighborhoods, but the 
phrase does riot accurately reflect ihe extent of violence pres- 
ent in their lives. Over one half x>f them reported that they 

• were victiriis of crime or household vioience or were unv^Hling 
participarits iri sexUal acts during th^ past 2 years. Two thirds 
reported that either they or someone intportant to them had 
experiericed cririie, household violence, or sexual assault, in 
that order of freqUericy. 

Both life- ere/i If stress and life- condition stress are' strongly 
associated with the experience of depressive symptoms. The 
iife-conditions score had t\yb parts, brie reflectirig the objective 
difficalty of ongoing conditibrrs-mid the bther the result of 
asking the women to indicate how riiuch stress they felt iri each 
of eleven areas: euiployment, extended fariiily, friends, physical 
health, -mental health, love and marital relatibriships, the law, 
living conditions, money, education^ arid pareritirig. Both of 
these measures correlated more highly with the depressive 
symptoms score than did the recent life-events score. The "con- ^ 
tagion of stress"- hypothesis, that w^briieh may be stressed by 
events happening not. to them directly but tb bthers bri whbrii 
they are dependent or for whom they are responsible, was , riot 
strongly supported^ The high correlation of the life^verit scbre, 
which included items special to u^bmen arid to Ibw-iricbriie 
people, lends credibility to the hypothesis that previbus stress 
research has un^dereinphasized the kinds of events experiericed 
by women and especially low-income women. _ 

Frequeritly riarried sources of discrimination inclxided the w^el- 
fare departrrierit, rerital agents, employers^ reataurahts^ schools 
and teachers, salespersons, patrolment and __taxid?^ vers. Both 
black wbrrieri ajad" white women reported, more incidents of 

- discriminatibri^y white than by black -peopie. White women 
were significantly rribre likely to say they were^treated differ- 
ently after becbriiing sirigle again than black women. 
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The network of. social sapport available to a woman has 
appeared from earlier research to be a powerful buffer against 
depressiori>nd other mental health problems. Living in the 
samejieighborhooid for a few years, having good friends nearby, 
Or kin, network of acquaintances, were all thought to be a 
protection against depression. But the analyses showed most of 
th^e elemejxts_of social support were by themselvies hot suffi- 
^j^"^: P^^^^^_^ depression arndng these highly stressed 
w_omeix: Most cf the women had close friends of long standing 
and did hot report that they jacked a cbhfidariteyThere were 
no significant differences iii depression scores between women 
who lived with *a man and those who did riot, or between 
women living with some other adult in the house and those 
who did not, or between wbriieh v^hbjav^ their mothers at least 
once a week arid .those who did not. Depression was not signifi- 
caritly correlated with len^h of residence in the neighborhaod, 
riUrriber of frierids or relatives: seen at least a few times a 
rribrith, br riuriiber of close friends. 

For women who lived with a man^s^gally married br "nbt, 
those who turned io him for emotional support: were less likely 
to be depressei^than those who did not. Nine bf the 20 such 
women never jnentioned the man as a soUrcie bf eriibtibrial 
supportv _a situation that might itself be associated' with depres-^ 
sion^ But several of these nonconfiders said they did turn, tb 
their spouses when they had very good news. Ari hypbthesis to 
explain this mi^ht be that wheri cbriditibris are chrbriically 
stressfol^ women censor themselves so as ribt to bverburden 
their spouses with further pairi. Both the 'depressibri arid the 
lack__of confidences may result from the sariie chrbriic life 
stress. Perhaps stress acts tb destrby rriarriages bf the poor by 
first making confidences painful arid finally iriipossible. 

As ari aid tb cbpirig, the overwhelming majority of both de- 
pressed arid ribridepressed_ women would have liked more time 
tb therriselves, but there^ks a quality of desperation to the 
stateriierits bf several of the xiepresSed wpmen. ''I can only get 
tirrie wheri I steal it, pretend I am going to the store and stay 
fbr 2 hburs," said one. Another said, . . . IF both the kid| wefe 
iri schbbl , . . tb go somewhere and scream would make me feel 
better." Sbrrie relief from _the constant presence and responsibil- 
ity bf childreri was one bf the most strongly felt aids to coping. 
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Most of- -the women were clients of the Aid to Dependent ^ 
Children prbgram and virtually /all received either food^tainp^ 
or i^edicaijd. An anomalous^ finding was that women with 
depression scores w^ere less likely to report stressful encounters 
with the welfare system, These findings may-vindicate that 
women with high depression scores have accommodated them- 
selves more completely to a loss of privacy- and control. An 
alternative hypo'lhesis is that this indicates.an inability tq ex- 
press anger. They may in fact be considered "gbod recipients" 
compared to wbipeh who-are not depressed. Women w^^^^^ 
depression scores J-eported more instances of learning to 
manage the systertTby playing a r^ole or leai-riing to hct accord- 
ing to the expectations of welfare workers and by informal 
knowledge. Eighteen percent of them reported havihg helped 
other welfare clients as result of tKeir own experiences. None 
of the Viigh depression score v^omen ^reported having taUght 
others to do this:-They appeared less likely to take these asser- 
tive steps and more likely to feel helpless. Feelings of helpless- 
ness about the system and consequent stress were tied to the 
cumbersomeness-^of the process, the inadequacy of information 
about welfare benefits, and the difficulty of obtaining it. 

Of those receiving Medicaid assistance, half reported being 
unable to obtain through Medicaid one or more medicines pre- 
scribed by their physicians. Sixty-nine percent reported being 
Unable to obtain one or _more dental services, such as dentures, ' 
fillings, extractions, or root-canal work. Other women reported 
not being able to obtain either orthopedic shoes With braces or 
intrauterine devices. V 

The diets of many. x>f the women are nutritionally inad- 
equate. Over three quarters of the v^ornen did hot take enough 
iron in a typical day: About half of them reported diets defi- 
cient in Vitamins A, Bl, B2, Niacin, and Calcium. About half 
the wofiie& did not receive an adequate number of calories and 
almost- a quarter had too great a caloric intake. Most of the 
deficiency found were not related to depression. There was, 
however, a significant association between hoth deficient cal- 
cium and caloric intake and depression, intriguing^ because cal- 
cium has been implicated in studies of depression. More infor- 
mation on nutrition was a frequent request , 

Depression appeared to take a toll on motheivchiid relation- 
ships, according to the six half hdUr observation sessions. De- 
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pressed mbthers spent more time prohibiting or prescribing 
action and i^ss time in nurturing with help,: emotidrial^Uppbrt, 
or goods. They were also more likely to use dbminatlrig and 
hostile-aggressive styles with their childrfin; Depressed mothers 
yt^ere less likely to comply to their children's requests. High-life 
condition stress scores also correlated significantly with the 
mother-child variables of low nurturant actions and high pro-, 
hibiting-and prescribing ' behavior. Interestingly, mdthers' life 
. et;e/2i:^tress scores were riot associated With these Variables/ 
Both depr^sian and stressful life conditions may so depJete a . 
mother's energy- that she may be less responsfVe to bids for 
nurture that ctgw^O resources. Many of the 

depressed jnothers pointed this out themselves. 

Children of depressed mothers were more* likely to report 
themselves unhappy, with their mothers and; turned to tfieir 
mothers for emotioiial support less frequently th^n chiiare>of 
-less depressed mothers: • Children of depressed mothers aj^ 
mare frequently reported^that they were punisHed br.^^ii^ed 
at home. The interviews showed that children l^td-^^'^esensi- 
tive and understanding of the_ stresses in their parent's lives^ as 
long as they feel loved by them: Depression appears to seriously 
impair! a mother's ability to. convey .-the^sense of being loved, 
arid hence the relationship of mother'an^d child. Stress in Itself 
does riot appear to do this. 

Future Research ^ ' 

The Stress and Families Conference, held in July of iB78 in 
Aspen, Colo^, br<>ught together experts from the fields of jour.- 
nalism,.the m^s^media, the Federal bureaucracy, National and 
State legislatures, and the acaderiiic • community. If was in a 
sen^e the Second Act Finale for^the Project, leaving Act Three 
yet to be played out ' - 

Unlike many research projects, which limit themselves for 
better or worse to pablication of firidirigs for the world to 
ignore or adopt as fate and the winds blow, the Stress and 
Families project was actively ^seeking ways to make a differ- 
erice. Thus^ in bringing together these presumptively vvbrldly 
experts, the Project v^as deliberately foregoing a detached re^ 
search role and seeking to replace, naivete with a grasp of 
political, legislative, and fiscal "'realities: .The researchers 
wanted to help women they had come to care for and more 



DEBORAH' BELLE ET AL.' ' ^ 343 

generally to be^ efTectivl^'in ' miUgatlng d^^ Qther 
efTect^ of stress dri idw^ 

The Project members .i)resehted their findings add* solicited 
cntiques of the Project and advice for ijiterventi^^ 
ably, they were Earned by sbrne arid ericpuraged by others for 
mixing research; conceriL and social activism. J 
'J^6te germanely, two participant^ apprb^hes to the 

l^rjer^al issue of plalni^ sbeial cfia^^e,^^^-!^ limits, pitfalls, arid 
justiriable expectatioW^Severar parti provided a host of 

l^ibie intterventioi^s that 1^ trjedin other contexts iri 

other F^eral and State, programs. 1^v6 Federal participants, 
laid but> detailed analytic strategies; for deciding ^nd refiriihg 
inferv^illabri payoffs and then, linldng these to cost-effectiveness 
^var^atipfis. Several State legislaftt^rs . arid administrators de^ 
scrib^ in VcOTe detail, the'^otirse of d^y^loping and ;e£!ectii^g 
social .legislation joT. the 4drid:the^projec\.might w^iit to s^e 
devgioped. One ''old .Wa^hikgton hand? gently chided. them Xor 
not having already -cultivated close and continuing contacts 
With-staff or fheir 6\m State and Federal rei)res^nt^tives^ 
Three s^isoried jqurriaiists suggested: theiiifriculty'„of ev^^^ 
tr^cting, rnuch le^ mbhiliiin^:!^^ interest for a project in 
many waysimore apprbf>riati to the populist_fi0s than the qui- 
escent 70s. There app^red a consensus that new monies ava^^ 
able Mr soGial;fir4^ this would be'qjrfikely or limit- 

ed. &vln so, in the high, 'l^t sumtiief air of Alpen the Goi>f^^ 
efice generatied anj-^infec^Us spirit of spacious ;^ possibility. 
People wahted. to h§lp/ ^rid wkhted the Project to ' do well. 

Sorting this eSb&rrassment of riches inaugurated. Act Three, 
which is still to be written. One of the cfutibnary notes of the 
Gonfer^ce, had^be£n;ipt to proceed, the urgency to do 

some//un^. for :th^ distressed women of the study, so quickly as 
to sleighrthoroughness in analyzing the data. The quality of 
this analysis IS a necessary conditioji for caririy choosing and 
shaping of; effective interventions. The "hard data'" findings 
from that knowledge base also provide the Zmgudi franca of 
persuasion and the justification for legislatibri. Thus, much of 
the ti^e since the Conference has gone to further anaiysis of 
the vol ominous data, for a final repbrt. _ _ 

There is to. be a follbwup study of the 43 families tb provide 
Ibrigitudinal data and to let respondents know the coricIUsibris 
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c^the study: ther. i, to be a meeting tc decide on interven- 

fhas with due deliberate speed the Stress aad. FamiHes Prm 
ect ^o^ tov^rd the convergence of iti di«erenLgSS fifS; 
]^Z^3^ ^^^^^'^'^^ «f it.: The many-tiered and 

"^""^'^Sress^on through the vastly different skiS and 
processes adumbrated at the Aspen Con ferencB will nSd to be 
nformed by a polymath intelligence. The number of y^als of 
sustamed and fc^used purpose to convergence will neS poise 
Sons bS'^S °" "k' P^>durabie in group collabo a 

• T^^^ there jnay be in the Project's goals and how it has 
prcK^eeded the^erm of a somewhat novel and possiblyTowerM 

Siv sm1h!p-' combination of research 'andTo a 

actmsm. the Project has proceeded as if it were piecing toeeth 
er what amounts to . kind k vertical industry. S the pSn 
t.al power of economy and efficiency that lilies, thougfthe 
Project _does^not seek, ownership but knowledge J^ L t^e 
verticaUy .mtegrated industry , grows the peas and thef for 

uSrS ^Us'^tSf f"^^"^' harvests. ^S^ks. c^^'^Stnt: 
utes. and sells ^ them from j±s own stores, so the verticallv' 
activist, pr^aged here, might som.^y'SS 
idenlt °^ "^^-a'-y knowledge or process and skill, to 

utoitify and characterize a social problem, and then to create 
and put into effect interventions that help to i.pl-i^e it: 
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THE MENTALLY ILL AT HOME: A 
FAMILY MATTER 



Principal Investigator: John Clausen, Ph.D. 
A utNor: Bette Runck, N/I\4H 



One evening daring World WaiL ii, John Glatisen went to the 
Washington, D:C:, home of a black sociologist friend. The 
friend— call him George Sraithr^had returned the previous 
night from a trip to U:S. Army, camps: Clausen^ listened as the 
agitated and outraged Smith told hia guests about the abuses 
that black soldiers had endured in the camps. The situation 
had so upset Smith thaL he *d been, unable to -S^ night 
before: At 5 that morning: ha had called a toprranking general 
to demand that- camp conditions be_ improved immediately. The 
general, too, became an^37^. At Smith. He ordered Smith's supe- 
rior officer to dismiss the sociologist: 

That rndrhihg in their office at the old War Departnxent, 
Smith had told ClaUseri arid his other coworkers about the trip: 
That night, as ClaUSeh heard the story unfold for the-5econd 
time, he noticed that his friend was embellishing parts o£ it, 
recasting others. He knew about the incident witt the Jgeneral. 
As he listened, Clausen came to realize that ^is-^iend was 
unable to distinguish actual experiences from, ini^agined ones. 
There was something about Smitfcs manner, hia growing hyste- 
ria, and his inability to organize an oft-told story that worried 
Clausen, Others at the gathering^, some of them members of 
Washington's- wartime. "Black Cabinet,*^ had not heard that 
morning's account: They took the story at face value. Because 
black people suffered grievously throughout society then, they 
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found even a bizarre report about mistreatment of black sol- 
diers all too believable. They set to work planning how to help 
the soldiers. 

John Clausen sat wondering how to help his friend: Later 
that evening, he suggested to Smith's wife that her husband 
might need psychiatric help. ''I know," she said. 'This hap- 
pened once before." 

She recognized what was happeriirig to her husband because 
he had already gone through one schizophrenic episode, But 
how had she known the first time? How does anyone know 
when a husband or wife, mother or father, child or friend has 
stepped over that line where everyday embtibrial upheavals 
become mental illness? How do they know, when the line itself 
fades off into a large gray area, shaded by pain suffered and 
pain infiicted, by mdmerits arid days when all seems normal, by 
the era's agreed-Updri codes for reasbriable thought and seemly 
conduct? How long does bizarre behavior pile up before those 
who live with it defirie it as madriess? Hbw do family members 
perceive what is gbirig bri? When do they finally seek help? 
How do they go about getting it? What hapjjehs to: those left 
behirid when mother br father goes to the mental hospital? 
What do the children kribw about their parent's illness? What 
are they tbld? What happens wheh the patient returns'^me? 
Is the jbb still open? Friends still friendly? Does life— for pa- 
tient, spouse, child, family—ever settle d^^ qprmal again? 

Searching for answers to these questionsL has occupied John 
Clausen during much of his professionat career as a research 
sociologist. His interest waa sparJked. that night at his friend's 
house, years, before he earned his doctorate. His studies are 
reaching a denouement now as he nears_r£»tir£»ment from the 
Department of Sociology at the University of California in 
Berkeley. There, Clausen and. his colleagues are poring over' 
facts and feelings told ta them by jnental patients and their 
families. Some families jvere interviewed in the 1950s and then 
again in the 197ds to iearn what has happened in the interven- 
ing years. Other families in which a husband or wife was 
recently treated for mental illness have ^Iso been interviewed. 
Clausen's team is comparing, the new group's experienceis to 
those of the families of patients hospitalized in the early 
1950s — a time when the powerful tranquilizing drugrs vv^ere not 
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in general use, and patients were kept in the hospital for 
months, even years, Iprige^ 

Are the new treatment practices lesa disruptive to families? 
Or does the presence of a symptomatic mother or father pose a 
greater threat to the survival of the family unit or the -weil- 
being and emotional development of the patient's children? 
Along with his interest in the long-term consequences of 
mental illness for marital relationships, work careers, family 
cbhesibn, and children's lives, Clausen is trying -to learn if the 
families of mental patients fare better in the i97t)s than they 
did in the fifties. 



PRAGTleAt PROBLEMS, HUMANlTAI=jlAN eOISieERNS, 
.THEORETiGAt ISSUES 

Clausen's family research began in the spring of 1952, \vheh 
he was made chief of the newly created Laboratory of Sbcio- 
Environraentai Studies at the National Institute of Mental 
Health (NIMH) in Bethesda, Md., a suburb just outside of 
Washington,^ D:C: Clausen and his coworkers chose to study, as 
the iaboratory^ -first major project, the consequences of mental 
illness for 4)atients' families. Surprisingly little was known 
about the subject fJntil__then,^ the only systematic research 
attention given ta the families of mental patients was often 
unwanted attention, because it focused on the family members' 
possible role in causing the disorder, not the problems they 
faced as a result of it. 

At the outset, Clausen was interested in these problems as a 
practical matter. He had witnessed the ambi^ity of mental 
illness,J:he uncertainties family meinbers felt, the turmoil they 
endured: He wanteds ta learn the details- of these experiences, 
through systematic and impartial research: By. describing how 
mental illness affects family life, Clausen thaughLhe-^ be 
able to identify the kinds of support that families needed to 
cope with the crisis. 

His approach was strictiy empirical Until Marian Radke 
Yarrow, a research psychologist, joined the laboratory's staff 
some months after the project began. Clauseai credits Yarrow, 
who tecame his principal - collaborator on the NIMH study, 
with greatly enriching the conceptual dimension of the re- 
search; The objective of the original study remained largely 
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practical, however: Perhaps, through such research, the investi- 
gators could- lea rji liow to soften the blow to a family when a 
member became jTientally ill. 

If i^iaaseii's landmark research was important for simple 
humanitarian reasons in the fifties, it has become a pbteritial 
source of insight into a major social issue of the severities. The 
theoretical issues Clausen and his colleagues have addressed 
over the years — issues involving society's response to mental 
illness— have acquired more thari theoretical interest today. 

Clausen and other sdciblogists have observed that bur "heri- 
tage of attitudes and practices regarding the insane" has been 
one of '^putting the patieri;t away." During the last quarter 
century, we have beguri tb \pbve away from that heritage. In 
1979, the treatrherit bf chbice for persons who beporne psychotic 
irivdlves little reliarice bri the typJe-bf large institution so dra- 
matically criticized by Ken Kesey in One /^^^^^t'er jAe_C^ 
oo's Nest. Tbday, the mentally ill spend-much rrmie time among 
us, even while syraptornatic. Their presence, forces everyone 
they ericdUnter—particularly their fiamiliea— to come to terms 
with them. And it forces all of us to xome to J;erms with the 
irrational and unacceptable strains in our own mental mak(^up. 
How we respond iajnental illness and the mentally ill — ^with 
understanding and tolerance^ or fear and rejection— is a subject 
of iheoretical interest to John Clausen, the sociologist. It is a 
subject that has practical social significance to the cbritempb^ 
rary community of which he is a part And it has day-tbnday 
personal consequences for patients and their families. 

Recent History— From Hospital to Comma^i^/ 

The trarisfdrmatidn in treatnient o£the ill in recent 

years came about with little attention paid to the social con- 
^text. Such neglect is astonishing, since preserving the patient's 
place in society- was the motivating force behind many of the 
changes that toot place. As eVents converge^ to move patients 
into_ the corarannity— out of the big hospitals that were soci- 
ety's isolated islands of deviance — repercussions were inevita- 
ble. .. ... i 

When Clausen and his colleagues began studying the families 
of mental patients in 1952, a F)ersbn hbspitalized for a psychbsis 
might very well exf)ect to spend mariy rribriths in a mental 
hospital. This was particularly true if the disorder was diag- 
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nosed as schizophrenia. Psychiatrists offered little hope to fami-^ 
lies. It was cbmmbh to view mental illness as: a permanent 
condition requiring long-term hospital care for the sake of the 
patient and the well-being of the family. Another motive was 
often hidden beneath this aliroistic concern, however. As Clau- 
sen has put it, large pubUc mental hospitals ''served the manl- 
iest fuhctidri of caring -for jnental patients believed to be in- 
capable of life in the c6mmunity, but they served the latent 
function of isolating and hiding the mentally iU." This practice, 
he says, provided ''a form of institutionalized denial of the 
existence of mental illness while at the same time producing, 
chronic patients incapable of functioning in the community:" 
Treatment of the mentally ill slowly began to change after 
World War II when inental hospitals— particularly in Great 
Britain-^experimented with open wards, enlarged their staffs, 
and adjusted other administrative policies to give patients more 
freedom and better.^ care. It was the v^onder drug, chldrprdma- 
zirie, introduced- into this country in the mid-fifties, that 
brought dramatic changes, however. The first of the "major 
tranquilizers naw routinely used to treat schizophrenia, -chlor- 
promazine -could ameliorate §ymptbms— the unseen voices, the 
bizarre -thoughts, the paranoia, the unfitting emotions— in a 
way that no sedative drug could. By taking chbrpromazine 
regularly, patients could at least furictidn at home^nd on the 
job (albeit with some impairment and discomfort) Before long^ 
other antipsychotic drugs were introduced; among them were 
powerful mood-elevating drugs that can lift severe depressions, 
and lithium, a common element that can reduce the frequency 
and severity of manic attacks. While not without their side 
effects, some of which are serious, the psychiatric drugs intro- 
duced since ClaUseh begaaiiis research have produced a revo- 
lution in the treatment of psychotic conditions. _ 

By the early sixties, largely because of the new drugs, it was 
possible for the Federal gdvernment to begin underwriting a 
nationwide system of cdmmonity treatment centers where 
mental patients cduld receive short-term, in-hos_pital jCare and 
continuing support whe^ they returned home. Separations 
from the family became much shorter, return to work easier. 
For some enthusiast, mental hospitals seemed a thing of the 
past. Recognizing the chance to_sav_e public money, ^tes 
began closing the hospitals down. Patients were/released to the 
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"com m unity," where theoretically they had access to treatment 
as butpatien yj and cou ld expect tolerance from their neighbors. 
- Th^.pcs^ility of Relieving symptoms with psychoactive 
drngs.and- the promise^ of community care together changed 
attitudes \about the prognosis for mental iliriess. Refdrrriers 
began to ^eny society 'fright to treat the mentally ill any 
differently than everyone else, A few theorists asserted that 
men^a/ ti/ness was no more than a repressive label Used by 
society to control unwanted behavior. Some suggested that the 
label caused more sierious problems than the deviancy itself 
and, indeed, stabilized _tha symptoms: Riding the tide of the 
sixties' dedication to individual rights, activists took the case of 
the mental patient to court._ia i§75, the Supreme Court ruled 
that patients could not be committed io mental hospitals unless 
they received appropriate treatment once they were there. This 
ruling, plus increasingly stringent commitment procedures, ac- 
celerated the trend toward treating new patients in community 
s|ttirigs and releasing— sometimes expelling— chronically hospi- 
taazeci patients into the bewildering world outside. 



Cinnseh and his voiieagues are addresS' 
ing issues that were Targety ignored in 
the early days of the community mental 
health movement 



Meanwhile, igh<)rihg idealistic expectatibhs, the real commu- 
nity began to notice what was happening. Still-symptomatic ex- 
patients were wandering city streets. The "shopping bag lady" 
became the butt of jokes bh late-night talk shows. Terrified at 
newspaper reports about fdrrner mental patients who cbmmit- 
ted violent crimes, the public began to fear all mental patients, 
not realizing that many of therri are ^ribre frightened than 
frightening. -In the last few years, reaction has set in. Halfway 
houses and community treatment facilities have been zoned but 
of neighborhood after neighborhood: 

And many farriilies live with the "patients" in their midsti 
happy to have her hbriie, relieved that he wbh't be cbrisighed to 
a back ward, but still troubled by the events that led to hbspi- 
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®talization in the firat place; still brooding over the un uttered 
queistion: Will it happen again? 

tife in the (Sommuriity 

By trying to understand how a family is affected by the 
mental illness -of one of its members, Clausen arid his col- 
leagues are addressing issues that were largely igridfed in the 
early days of the community mental health movement. Intror 
^ duction of the antipsychotic drugs awakeried merital health 
workers -to the possibility of cbmrnuriity treatmerit. Reforiners 
worked toward the goal of emptying the mental hospitals and 
keeping new patients in*the_camrriUriity. thej^ too seldom conr 
sidered the community itself=its fears, its prejudices, jts level 
ofiolerance. And they forgot the patierit's family, that part of 
the community most directly affected by mental illness. Elau- 
sen and his coworkers, in long cdriversations with these fami- 
lies, are learning what life is like but there in the community. 
They are learning how such labels as rnentui patient, psychotic, 
or schizophrenic amct patierits and their faniilies. And, be- 
cause ^'mental illness can be regarded only^^partly as a private ' 
affair," they are also learriirig how we as a society respond to 
the mentally ill among us. 



EXPtdRATlONS INTO UNKNOWN TERRITORY 

Clausen's original res^rch on families of patierits broke new 
grbUrid in the study of mental illness. When he begari his work 
at NIMH, so iittie was known about the impact of mental 
illriess on-thefamily that he and his cblleagues were forcedto 
use methods that were "frankly explbratbry." Their-first sensi- 
tively probing interviews were designed to identify the charac- 
teristics of families who were cbriiirig to terms with a mental 
illness in the husband or wife. Later, when they understood the 
dimensions of the problem, they would generate hypotheses 
that could be tested systeriiatica - 

fhe research and clinical literature prbvided some clues. Be- 
cause surveys had consi§tently shown that the public held fear- 
ffil and rejecting attitudes toward the mentally^ ill, Glausen 
assumed that families bf patierits would be reluctant to admit- 
to themselves or bthers— that one of their own was deviant 
enough to be hbsjiitalized; Other public surveys, however, had 
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found that whennsked to comment on specific signs and symp- 
toms of mental-Jliness,-^most-people ekplained the behavior in 
some other terms— terms within the range of normal experi- 
ence—even when the symptoms were dramatic or severe, Clau- 
sen wondered if a person who confronted these symptoms in a 
family member would still explain them a w ay. for the ef- 
fects of mental illness on families, case histories, reported in 
prdfessibhal jourhals had documented that family routines ^d 
felatibhships are disrupted when a member falls iH Gther 
factors that needed to be explored were suggested by research 
On families in crisis. Recent work bri social role theory, devi- 
ance, and social perception was also considered. 

The research literature, theft, led Clausen and his colleagues 
to consider' such issues as: .the family's perceptions of deviant 
behavior in brie bf its members; its responses to that deviant 
person and their cbriseqUerices; its efforts to maintain morale 
and cohesiveness; and its shiftirig bf rbles (provider, caretaker, 
etcJ as the illness progressed arid resulted in hospitalization. 

Guided by these issues arid assumptibris about the problems 
families might face, ClaUseri's grbup formulated a number of 
research questions. Amprig thierii:] 

• How does the spouse underhand the meaning bf a riiate's 
illness and then deal with it^ 

• Hbw does the illness affect ^lationsHips within the family- 
be fore, during, arid after hbspitalizatidri? 

• How does the family maintain itself psychblbgically arid 
materially? 

• Hbw does the illness of a Husband or wife mfluence the 
spouse's relationships with others? 

Clausen- and his colleagues chose a research strategy that 
would give -them the most insight iritb specific details bf the 
family's experience. They would uses orily a few subjects arid 
interview them in_gTeat depth. Although some questibris wbuld 
always be asked, the interviews would be a^en-ended — allbwing 
the conversation .to follow whatever direction the family 
rnember chose. They would keep their minds open: They would 
recbrd every comment. What they would hear might come as a 
Gorriplete surprise. They would continue the interviews over a 
year or rribre, if necessary, and they Nvould come back to the 
sariie questibris agairi and again. Maybe this week's account 
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would contradict last week's. They woiild have to sort it o^t 
later. _ _ _ 

In selecting the. patient_sample, the researchers were guid<3cl 
by their wishita stady^ilrst, Jiow mental illness was recogniz^^cl 
and defined and, second^ what ."happened to the family when ci 
ispouse and parenrwas hospitaiized. They would choose patients 
who were being admiited to the hospital for the first tinie^ 
those least likely toiiave been ^jreviously diagnosed as ment^}^ 
ly ill. To minimize gross -culiural differences among the fan^^^ 
lies, they would not include minority group members aJ^^ 
recent immigrants: The patients, of^coxirse, had to be marri<^^ 
and living with their spouses4°st^prior to hospitalization. AA^ 
they had to be permanent- residejii^ iriL^ the Washington, D.C^ 
area so that the study team conld interview their spoa&^s 
during and after the hospital stay, (This Jdst ccinstraint dis- 
qualified several patients who mighL otherwise have beert in- 
cluded in the study. In early pretesting, QauseiK discover^^ 
that a number of persons experiencing, schizophrenic episodes 
had come to Washington because^ it was the National Gapit^l; 
some had come to see the President: They had. been sent hon^e 
as soon as their permanent residences were established.) 

The first study included only male patients because Claus^^ 
had reason to believe that their families cbUld provide the nicest 
comprehensive informatibn over the entire period of crisis- 
those days families often temporarily dissolved when a vvifs 
and mother was . hospitalized; children were cared for sdiT^^- 
where away from the parental hdrne. Wives of male patients, 
by contrast, usually kept their children with them. Since Cl^_^^ 
sen wanted to learn how children were affected by a parents 
illnesp and absence, and what they were told about it, he Nvoujcl 
focus first qyci families that u^ould probably stay together until i 
the patient returned^ : 

Clausen further decidei to limit the original study sample 
patients who received a diagnosis of schizophrenia, rnahic-^^^ 
pressive psychosis,. psychotic depression, or severe psychoheut*^ 
sis. He excluded patients with such organic conditions as Senile 
f^ychosis or arteriosclerosis because they were '-likelyita ^ 
defined as perraanentiy lost to the spouse and family." He al^o 
tried to exclude patients with long-starfding drinking problenis, 
but this proved to be difficult (1). 
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J%- choosing this - intend approach— studying a small 
number of famtlies of functiominy psychotic or neurotic male 
patientsr-rr etausen's^group sacrificed the prospect of generaliz- 
ing its ilndings to families, of all mental patients. The study 
would, however, prepare the way forJater research— when th^ 
dimensions of the families' experience were clarified, when the 
investigators understood the variations in the faxnilies and the 
sources of these variations. The next phase of the research 
cbulc} then be more focused; and also expanded to include 
larger, more varied samples. St. Elizabeths Hospital, the public 
mental hospital for Washington, D.C., agreed to inform Clausen 
when men who met the study criteria were adniitted so that he. 
could get in tbUch y/ith their wives. During 1952 and 1953, his 

research tearn asked 35 wbmeh to participate; 33 agreed. 

For scientific purposes, the 33 families comprised a nonbiased ' 
sample of families of married, white. Working and middle-class 
men who were hbspitaliz(|d for mental illness {pr the first time. 
Judging frbm their bccupatibhs, educatibh, and- home addresses, 
they were fairly typical of Caucasian families living Jn Wash- 
ington, D.C., at the time. Three in five were in the middle class, 
the rest in the working class. AH were white, as were two but 
of three Washington residents in 1950. All were either born in 
thia country or had live3 here most of their lives. In many 
respects, they were _1 ike their neighbors— reasohably well-liked, 
respected and re^onsibie inembers of the community. 

The 33 farriilies had all|crbssed a line separating them' frbm 
most of thdr neighbors, however. They had all witnessed their 
fathers and husbands change in a way they could ho Ibriger 
understand. Most-had finally reached the cOnclusibri that treat- 
ment Avas necessary: All liad suffered through the arduous, 
wrenching process of witnessing or participating in the hospi- 
talizatioD of a family member. 

ideally, to study the process leading to hbspitalizatibri, the 
researchers- should -have interviewed the wives "as they strug- 
gled with the developing illness.'' Because this was impOssi- 
ble-^the problem was not a "social feet'' until help was 
sought — the next best solution was to interview the wives im- 
mediately after hospitalization, when memories were fresh. The 
interviews were repeated — in the ideal case^ first at weekly, 
then monthly Lnteryals— until 6 months after 0ie husband re- 
turned home. By scheduling interviews closfe together, the re- 
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searchers- -wefc tryinj? to obtain "a cbritihuirig recbrd of the 
wifeVelTort to cope with the 'shiriihg ground' and the problems 
attendant upon these shifts/* The majority of the women were 
interviewed at least five times and some as rilariy as 18 times. 
Most were seen in their own homes when they were alone wit;h 
the interviewer. 

A Short-Order Cook Takes on Einstein 

The stories related during those first Intensive interviews are 
full of the bewilderrtieni wives felt about their husbands' be- 
havior. Typically, they found some explanation^any explana- 
tion-^that would make the changes in their husbands urider- 
• standable. Mrs. Foster (not her real name) was one of these 
wives who, over an unusually long period, desperately tried to 
make sense of her husband's disturbing behavior. 

She had been married to Robert Foster, a^ 
cook, for about 3 years before he was admitted to St. 
Elizabeths Hospital with aijdiajgribsis of schizd^ 
Early in their marriage, she had noticed that he was 
nervous and tense^iHe^as often sick, which» he ex- 
plained, CTuld be Iraced to the malaria he had con: 
tracted during^ the war. He perspired a lot. He w_as 
crabby. Noticing that Mr. Foster's friends seemed ner^ 
vbus too, ,Mrs. Foster concluded that ''maybe i was , 
happy-go-lucfcy and everyone else: wasi a ;bundle of 
nerves. ^ She got Used to her husband's frequent ill- 
nesses add sporadic work, but ^rew annpyed be^^^ 
he wduldri't see a doctor: "I was beginning to think he 
was getting lazy because there wasn't anything I could 
see that was wrong," she reported. : . 

Others noticed a change in Mr; Foster. A friend of his 
told Mrs. Foster that her husband was "more nervous ^ 
than I have ever seen him," and Mr. Foster's: i>oss 
bbseirye<i -that he ^'seemed ,very much worried ' about , 
somethirxg." Mrs. Foster talked to more friends about 
her husolnd's unwillingness to consult a doctor. Her 
tolerance w^as strained. She tried to :Uhd^rstand him, 
corning Up with one explanation after another. Then 
she got fed up. "I got: disgusted aj^d said if he didn't go 
to a doctor, I would leave hiin.'' She asked Mr. Foster's 
boss to talk t_6 Him. "I begged, threatened, fussed:''_Mr: 
Foster then made one visit to a Veterans' :Adniimstrar 
tion doctor. He told his wife that^the^ doctor had said- 
he was ail right. On the day Mr. Foster :W^as scheduled . 
for a second visit, he overslept, missed the appoint- 
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Went, and never returned. Mrs. Foster didn't talk to 
the VA doctor; 

Thei-e were_ periodsi.^hehj Mr. Foster vs^as well eind 
W9rkirie. Mrs. Foster forgot about his troubiesdme be- 
hEfrvior during those times. ''YourJjve frorn day to day. 
Wften something isn't nice^ I don't think about it," she 
fold the interviewers. 'If you stop to think about 
things, you can worry yourself sick. She worked as a 
cJerk in a small store and ehjdyed meeting people 
there. 

Mr. Foster would occasionally talk of a comitig revolu- 
tion during- which Negrbeaahd Jewsiwbujd take over 
thei world. Mrs. Foster learned that she dare not dis- 
sei^t from these ideas, so she just tried to change the 
sutyect. . 

About a .y^ar and a hai^ Mr. Foster was ad- 

' - "1^^^;^ St. Elizateths,^ his wife at 

night to tell her of nightmares about iiis wartime expe- 
-fT' rience. Three months later, he ^uit His job. He began 

tp write a book about thie war and science: "If you saw 

what-he wrote, you couldn't see anything wrong with 

it," Mrs. Foster recalled. 

While she was at work, socializing with the customers 
^'^^ o^her clerks, Mrs^ i^^^^ about her 

husband's strange behaviof. At home, it wasn't as 
easy: She found it iricreasingl^^diffieult to ignore the 
seribushess of his Condition. She was also concerned 
that he wasn't making any rndney. 

One evehirig her husMniibld: her that he wanted to 
discuss his ideas with Einstein^ He planned to pay a 
visit to the great scientist. Mrsv Foster thought it was a 
silly thing to do. She wondered why he couldn't just 
taik to someone closer to hdme. But later sheitbld the 
interviewers that she had driven to Princeton, N:J;, 
with her .hasband._ She said they had parked outside 
tbe bmlding ^here^ office Nvas located, and 

when he emerged Mr: Foster engaged him in cdnversa- 
^jon for about 10 minutes. According to Mrs. Foster's 
account, Einstein told Mr. Poster to see his secretary, 
who told him td put his ideas into writing before at- 
tempting to discuss them further with the scientist. 

The day before Mr: Foster was finally admitted td a 
hdspital he went shop^ wife, something he 

had never done before. He worried that he might lose 
her while shopping, Mrs. Foster reported. Later that 
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day, Mr. Foster thought he was the subject of a TV 
program and that the set was '^aft^^^^ 
time, Mrs. Fcwter could see that her husband's behav- 
ior was ''rather strange." 

That night, Mr, Foster talk^ inc^s^Lntly. He re- 
proach^ himself for iiot making enough money to give 
his wife surprises. After lazsecond thought, he changed 
his mind^^le did have a surprise for his wife, he ex- 
claimed. He was going to kill her. Scared now, Mrs^ • 
Foster aski^d him what he meant. He began to cry. She 
must not Ig: him hurt her, he wailed, but do for him 
what she would want him to do for her. She asked him 
what was wrong with him. He said he h^ cancer. 
Then he began talking about the :W|>rmz^<)w 
hisi grandfather's mustache: Remembering that she 
had earlier seen him watehih^ wgra bowl, 
Mrs. Foster thought she knew where 'this idea came 
from. Mr. Foster said he ihad killed h^ graridfather. He 
asked Mrs Foster to forgive him. She became cprir 
vinced that herfesbahd's rnehtal state w4as not what it 
normally was. "fiat i wouldn't say that he was insane 
or crazvi becauM: h^ had ahjS^ays bossed me around 
before,' she reported. f y^. 

Mr. Foster talked alf/nigh but by morning jhe 
"seemed to straigLhteni<Jut" and drove his wife to the 
store where she worked. At noon, he walked into the 
store. "I couldn't make any sense of what he was . 
saying," Mrs: Foster said. '/He kept getting^ angry be- 
cause I wouldn't talk to him." Her boss told her to go 
home,: 

On the way there, Mr. Foster toldihis vvt^ that his 
male organs were blown up and little seeds covered 
him: Mrs: Foster assured him that- she cbuldn'^ see 
them. She announced that she planned to call his 
mother. At this, he begancryihg. and she was forced to 
promise that she wouidn't. "Don't you Jhink you 
should go to a pLsychLatrist?^' she^ a^^ he re- 

sponded. "There s nothing wrong with me." 

At home, he suddenly chased his wife around the 
apartment, growling^ like a Hon. She screiamed^ Her 
husband ran out,: and she slammed and lockedzthe door 
behind him-z'^Wheh he started soaring and growling, 
then I tha^jght he was crazy. ThaL wash't a human 
sound. You couldn't say a thing to him." 

Later thatinight, Mr, Foster went to a nearby church 
and created a scene. The police took him to the psychi- 
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atric ward bf a general hospital. At the commitment 
hearing that followed, however, he seemed quite 
normal. It was recommended that sheL arrange for his 
hdspitalizatibri at^ VA hospital. During the days 
they waited to get in, Mr. Foster, again became dis- 
turbedj On the tenth day after the hearing, he assault- 
ed a: friend: Mrs: Foster then, spent 2 hours calling 
hospitals, and finally she got D.C. (District of Colum- 
bia) General Hospital to accept him. A fire department 
ambulance took him there. 

Early Findings 

After analyzing the interviews witfn 3frs.. Foster and the 
other 32 wives, Clausen and iiis group had a fairly clear picture 
of the kinds of experience families encountered before, during, 
and after husbands were hospitalized for mental illness. The 
most salient of their findings were later noted by Clausen: 

• Like Mrs. Foster; most wives had difficulty perceiving the 
nature of their husbands' problems. They tried to see their 
husbands' behavior as normal, variously attriBating it io 
weak cKaracter, sorhatic illness, normal response to stress, 
or passing events^ Their interpretations changed as pressure 
mbuhted, as coriflict \yith their husbands became more in- 
tense and frequent. "Only when alternative interpretations 
could rib Ibriger be sustained was the hypothesis that the 
spouse was 'riieritally ill' entertained seriously." 

• If the wife recognized that her hUsbarid required treatment, 
she -was repeatedly fr^ustrated in hier attempts to get it; 
usually she encountered roadblocks and deadends such as 
those Mrs: Fdster foxind:_ Seldom were these wives able to 
get their husbands into ^ hospital without great difficulty. 
"Most families did not know where Lo_ turn for. help, and 
even those professionals who are commonly seen as gate- 
keepers to psychiatric care frequently rebuffed patient and 

family in their search for help." 

• — — — 

• Although most wives denied that mental illness carried any 
_s_tigma, their behavior and comments showed otherwise. 
They avoided friends and acquaintances. They misrepresent- 
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ed the nature of the husband's Jllness to ydUng children, 
distant family, and employers. They worried about the hos- 
tility and criticism they arid their children would encounter. 
"Particularly at the time of hospitalization and when ihe 
husband returned home, communications with friemls and 
relatives often tended to become a source of great anxiety 
and ambivalence." 

Refiherriehts 

Conclusions draw^n from the first intensive study of 88 farair 
lies of male patients v/ere reported in all the richness of detail 
possible through the iriyestigatbrs' research methods in an 
entire 1955 issue of the Journal af Social Issues. Other reports 
were published later by Harriet S. Murphy, a social worker and 
researcher, and Charlotte Schv^artz, a research sociologist. Both 
had worked on the project in the NIMH Laboratory. 

After they haci analyzed the data on the first 83 families, 
Clausen and his coworkers, were able to define the research 
questions mofe clearly: It w^asjiow possible to design a series of 
four structured r interviews nnade up of sharply focused ques^ 
tibhs. The researchers planned tQ_expaad the study to include 
women patients and draw their-sample not only from St. Eliza- 
teths, but also from hospitals serving the Maryland suburbs of 
Washington, B.C. As Clausen contemplated this larger scale,_ 
longer term study, however, he realizedjthat his research staff 
would have to work less intensively on^ it than on the first 
study. *The kind of interviewing we were doing was wearing 
arid bfteri anxiety-producing," he recalls^ He found it especially 
difficult to recruit men who were good at such interviewing 
and whb alsb enjoyed it. It was their lot to interview the female 
patierits' husbands, who were less willing to talk than were the 
wives bf male patients. 

Nevertheless, the work cbritiriUed. Only Harriet Murphy gave 
all her time to the project. ThrbUghdut the rest of the i950s,^ 
she and her coworkers iriterviewed 55 more families, in 31 
families the wife and mbther was the patient, in 24 the hus- 
band and father w^as. 
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The investigators learned that this second, group of families 
had just as much difficulty: in recognizing.mental illness for 
what it was as had the first 33 families. These families also had 
similar difficulties in getting the patient Jnlo treatment and 
felt as much stigma as had the first 33 families: Although the 
data were fully analyzed only recently, Clausen did examine 
the -prehospitalizatibh maritaJ relationship of _24 of the new 
coupies in a way that was not possible with the earlier data. He 
presented a paper based on this analysis at the 1959 American 
&ciological Assdciatibh meeting. (Findings from this and the 
earlier papers will be discussed below.) 

Irifluehced^ by the initial reports on Clausen's NIMH re- ( 
search, as well as by generally increasing interest in rehabili- 
tating mental patients, other investigators took Up the study of 
the consequences of mei^tal illness_ for the family. A California 
group led by Harold Sampson, Shejdon Messinger, and Robert 
Tdwne intensively studied the interactions leading to hospital 
izatidn in the families of 17 women diagnosed as schizophrenic. 
Designed in part to complement Claosen's project, the Califor- 
nia study w^ much more probing; patients as well as spouses 
were interviewed for up to 3 years following a pati^t s return 
home. On the average, 50 interviews were conducted with each 
family. For CJausen, this careful .research was later to hold 
more than the usual interest of one investigator in another's 
work. 

In 19€D,_Clausen movedi_to Berkeley, where he became Direc- 
tor of the Institute of Human-Development at the University of 
California, He had planned to ^et back to analyzing data from 
the NIMH family study once he_settled into the new job. But 
he found that^his new research, aiojig with administrative and 
teaching duties, took up all his time:_Por the next 10 years, 
except for devising procedures for coding his data, Clausen was 
unable to work bri the family study. 



A RETURN TO THE FAMILIES 

"In 1970V' Clausen_says, 'T realized that if the study was ever 
to be ^completed, i shouJd have to get started before retire- 
ment/' He decided then that, in addition to analyzing the data 
on all the families first studied in the fifties, the study would 
be much more valuable if he also did followup interviews with 
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them. When Sheldon- Messinger learned of Clausen's plans, he 
suggested that Clausen might also follow up the schizophrenic 
women whom he, Sampson, and Tbwne had studied in the late 
1950s. 

In addition to ihe families originally interviewed in the fif- 
ties, Clausen's ^roup would also interview families of a new 
group of patients hospitalized for rhental illness in the-19Tes; 
this time, they would interview both patients and their-^spouses. 
New patients would be found in the same areas as those in the 
original study. Financed by_ a grant from NIMH, Clausen began 
the new study in April 1971. His principal _assistant was Harri- 
et Murphy, who had interviewed about a third of the families 
in the fifties- For the first few months, she xzoordinated the Held 
work in the Washington area. When illness forced her to give 
up her position, she was replaced hy. Carol Huffine, who was 
soon to be awarded a doctorate in sociology at the University of 
California. Huffine joined the^ project in early 1972 and h^ 
continued to be Clausen's principal professional colleague oh 
the study through the years. , 

Doing it the Hard. Way _ _ 

For B man nearing retiremeht, Clausen was taking .on an 
enormous job, requiring a mixed bag of skills and^ sensitivities. 
He had, however^ already proven himself adept at this type pf 
intricate sociological research. He goes at- it ihe/ hard way. He 
insists on working "close to his data." J^or example, he inter- 
views some families hirriself He pays attention to them, hears 
what they have to say, keeps an open mind so that unexpected 
responses don't pass by. He and the other interviewers go in to 
learn about the nitty-gritty details of mental illness from those 
^affected by it— not to. "administer a ctuestibhriaire." His re- 
search design now involves using enough suhjects to allow for 
statistical analysis: In collecting, quantifying, arid analyzing his 
data. Clausen is a hard-headed scientist. He attends to detail, 
teases oat the hidden biases, cheeks and rechecks reliability. To 
avoid becoming enamored by these quantitative findings, he 
theji^ turns back to the cases—the stories told by the people 
being studied. _: : ::: 

The first task Clausen's grdUp undertook in 1971 was. to 
locate the families who took part in the studies in the fifties. 
Dogged detective work was required to track down the fami- 
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Hes-most on the other side of the country from Clausen's 
Berkeley headquarters-in rapidly changing Urban centers. 
Public records had to be checkeifor names of patients who had 
died, , hospital files examined, phone books scanned, rumors 
pursued. Surprisingly, more^ than half of the families had re- 
mained in the area in which Ihey had first been studied. Most 
of those who had moved had merely gone from city to suburbs 
but many had moved several hundred miles away. 
_Ove.^ the months, Clausen's team was able to account for 
about 80 percent of Ihe total group of patients-wiiether living 
or dead, whether subsequent treatment had been required and 
current whereabouts: Once the families were located, Clausen 
and his colleagues had to step back and consider whether re- 
interviewing them- might entail risks to their welfare. Would 
recalling their_ experience with mental illness touch off new 
reactions to old troubles? In some cases, where a patient had 
committed suicide or died soon after returning from the hospi- 
tal, Clausea's group decided not to subject the families to fur- 
ther interviews: 9^ 

-Of those they' tried to interview, one in 10 of the patients or 
spouses refused. When the spouse was dead, refused to be inter- 
viewed, or could not be located, the interviewers turned to the 
patient or a relative such as a grown child. 
^ Sometimes they could find no one. All of the "lost" ^ases 
involved female patients: Clausen believes that name changes 
and the instability of many of the female patients' husbands 
accpunt,_in part, for his group's inability to locate some female 
patients families. He notes, however, that these families were 
difficult to study in-Other respects as well. Wives of male pa- 
tients were better educated and rnUch more willing to partici- 
pate; and to respond fully during the interview than were hus- 
bands of Female patients: Clausen remembers that the wives of 
male patients in the first study welcomed an opportunity to 
talk with a sympathetic listener, and many established close 
ties with the interviewers: The husbands of female patients by 
contrast, could talk with coworkers and other confidants They 
were not th«^ kind of men who liked to talk about their feel- 
ings-with their wives ^or with an interviewer. At followup 
they had not changed markedly. As a result, information on 
female patients is skimpier than that for male patients 
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Interviewing the families toolc the better part of the first 2 
years of the renewed project. Irt most cases, the spoupe was 
asked abbUt the patient's treatmenLhistory, the couple's mar- 
riage, the occupational careers and -social participation of both 
spouses, and the children's developinent and current status. 
The well spdUse was also asked to assess^he overall impact of 
the patient's illness on the life of the iamily. Those who were 
separatedor divorced were asked additional questions about 
that experience. Over the next 2 years, the research team spent 
long hours painstakingly coding and recodin^ the verbal re- 
sponses into quantitative form. Clausen, w^.scrupulous about 
reconciling all discrepancies in the coding, because his sample 
size was too small to allow room for techiiical errors in the 
data. The coding job turned out to require *llittje short of 
herculean" effort, says ClaUsen. In addition lo the foHowup 
interviews therrise Ives, data from Sarajpsoa and Messinger's 
original. California study had to be coded to. snatch Clausen^s 
study. Changes in computer technology meant that his own 
interviews from the fifties had to be recoded: Background data 
on the families and clinical records were also xioded. Just devel- 
oping codes that would render data from several samples com- 
parable proved to be a difficult and slow task. 

J3eadJine-defeating gremlins kept popping Up. Grant money 
was delayed and coders had to be laid off. A careless research 
assistant failed to follow instructions, and some of the coding 
had to be redone. Clausen's grant was reduced during period 
when the NIMH research budget haH been cut and all projects 
were scaled down. As a result, ClaUsen and his staff . were 
forced to give less time to the project. 

New Rules, New Wrinkly 

.Meanwhile, for the second part of the; study involving new 
patients, Clausen was negotiating with State and local mental 
health facilities to obtain access to records. One rneataj health 
center was closed to him becaUse the city's attorney adamantly 
opposed such research— perhaps a sign of the public's increased 
sensitivity to the rights of patients. Clausen, himseir acutely 
aware of the stigma of Rental illness, willingly agreed to sign 
affidavits pledging that all records would remain confidential. 
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Because t^^atSent practices had changed so dramatically in 
recent yea/s, eiaasen had first to monitor the flow of past 
admissions to the participating hospitals and clinics to learn 
^here patients meeting his research criteria could he found 
When he began the new study in 1971, herjiad assumed that 
many of the patients he wished to study would now he treated 

outp atient settings: He had, in fact, hoped to compar e fami- 

Contrary lo €lausen's exjtectations^ Few 
of the hmbanids md mwes who broke 
down in the seventies were treated as 
outpatients. 

lies of patients who were hospitalized to those of patients who 
were not: His assumptibri proved^rong. In the counties include 
ed in the research^Maryland^s Prince Georges and Montgbm; 
ery Godnties and California s Alameda and Contra Costa CbUh; 
tiesT-yer^ few patients meeting the research specifications 
were being seen as outpatients. (The new group of patients like 
the old, were to be. white, married, living witii their spouses 
betwM^n 20 and 50 yeajs bid, not previously treated for mental 
illness, bxit_^ now diagnbsed as schizophrenic, manic-depressive, 
severely depressed, br psychbheurotic) 

Anbther difficulty arose as a result of stricter prbcedures for 
protecting patients' rights. State and Federal regulations as 
interpreted by Berkeley's Committee for the Prbtection of 
Human Subjects, required that Clausen obtain the signed con- 
sent of bbth patient and spouse before interviewing them. Sev- 
eral patients refused to sign. Like most -researchers, Clausen 
enthusrastically supports the need to protect patients' rights 
and privacy. But he thinks that local committees charged with 
that responsibility tbb often rely on the signed consent form 
and_J"ail to consider alternative mechanisms. For his study for 
example, _he preferred giving the patients and their spouses a 
statement, signed by him, that would explain what the study 
was about and spell out their rights as subjects and his duties 
and responsibUitiesas investigatbr. Clausen explains tiiat many 
respondents, parUcularly thbse in the working class, have 
heard over and oyer that they shbuld never sign anything. 
Among Clausen's prospective subjects, this reluctance to sign 
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forms was compounded by the fact that both patients arid 
spouses understood that ihe research had nothing to do with 
the services they were receiving. They knew their participatibri 
was wholly voluntary and that ihey would be offered no serv- 
ices by the research team: CianseS's^roup asked them to take 
part in the study merely because iLmight help the researchers 
understand the problems of famiiies, so that eventually other 
patients families might be served better. 

^ Clausen believes that if he had been able to foregO--Consent 
forms in favor of a statement of explanation and commitineat, 
he would have been able to come Up with a niore r-eprjssenta- 
tive sample than he did, Patients who refused to^sign consent 
forms either had strongly paranoid symptgl^^-fa few ^p^^ 
refused because they saw the research>a7 'stealing their--ser 
crets") or were from families in which there had been intense 
conflict before hbspitalizatibri. As a result, their families may 
be underrepresented in the hew sample. 

The brief time that patients are hospitalizfed today also intro- 
duced unexpected problems. Typically, patients spend only a 
week or two in the hospital on their first admis§iori. Frequent- 
ly, they are released only _ta be readmitted shortly thereafter. 
In some cases in Clausen'a new sample, therapists of patients 
who had been in and out ^f the hospital advised against trying 
to interview them. In other ^cases, patients persuaded^ their 
wives arid husbands to end 45articipation beyond tjie^ second 
interview. Some patients were hospitalized for such brief peri- 
ods that they were lost to the study. Clausen estimates that a 
third of the potential population meeting the study's criteria 
was lost. 

Of the 41 patients who finally comprised the^ aew group, 18 
were men, 23 women. Orily drie, a woman, was treated in an 
outpatient setting, The rriajdrity were seen in the _p-sychiatric 
services of general hospitals or local private psychlairic hospi- 
tals. After interviewing the riew patierits and their families, the 
research team agairi coded arid recoded the information. They 
also prepared detailed cliriical summaries on the patients, 
which were mixed with siriiilar summaries P^" 
tients and independeritly diagridsed by a psychiatric ronaultant. 
Dr. Carlos Sluzki. ClaUseri took this precaution to assure that 
patient groups were siriiilar, because he wished to compare the 



654 



MENTAL ILLNESS AND THE FAMILY 



new patients' experience to that of patients 'first hospitalized in 
the fifties (2): 

Reporting Back 

- In ihe 8 years since Claiiseh returned to the study of families 
of mental patients, few reports oh the work have reached pror 
fessional audiences. The research has required far more time 
than Clausen had anticipated. He acknowledges that he ongi- 
naiJy underestimated the complexity and cost of the work he 
had set out to do. As^^J:«^jt, he has bee^ short of funda and 
staff during much ^flhe preset. He also admits to trying to do 
to) many things at once. WHile working on the family study, 
he continued ddihg research it the Institute of Human Devei- 
opment, directed a large traihihg-grant program, and. served as 
Chairman of Berkeley's Deparlment of Sociology for 2 years: 
By i^ very nature, longitudSal research in the social sci- 
ences is ehormously time-consutaiag, however: Unlike physical 
and biblbgical sciences, where definiiive laboratory expenmehts 
can often be done in relatively^hort order, col lec data 
about social and behavioral jiroceS^aJs ^iow-goin And as it 
progresses, hindsight becomes defer _and clearer. ClaUseh 
notes that Vin the later stages of any jtesearch, we wish that we 
had done some things diffetently^' in jhe family project, sortie 
interviews, inevitably, ^'would lead to new hunches and to revi- 
sions of some of bur classifications '* But many revisions sug- 
gested by the clear_visibn of hindsight could not be made with- 
out starting over. To maintain comparability froni one subject 
to the next, brie sariiple to the next, Clausen, like other social 
scientists, has beeri forced at times "to live with imperfect 
measures." 

: Clausen resigned his department chairmanship in mid-1978. 
Now he and Huffine are^ indeed, living with their measures^ 
perfect arid imperfect. WelLalong with their analysis of the ftill 
set of data, they are examini^ng how each patient's sex arid 
diagnosis are related to the^process of defining mental illness 
arid thejconsequences of mental illness for the patient and the 
family. They are also attempting to weigh the effects of social 
class, the quality of the marital relationship, and personality 
features in both patient and spouse on these same factors. 
Because of the sriiall number of cases in each subsample (e.g.. 
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male schizdphfenics), each possible^aarce. of variability in re- 
spdhses to mental illness is being examined separately. _ ^ _ . 

Much of the analysis of data on the long-term conseqneaces 
of mental illness has already been. done and several articles 
have been accepted fpr publication. Comparisons between the 
fifties and seventies families are well under - way. &aring the 
next year, Clausen arid Huffine will prepar^ a monograph 
which will describe the eritire project a^d report their finding^^ 
The results giveri below are drawn, from four sources: articles 
arid papers based on the fifties'- studies, gran^ applications arid j 
iriteririi' reports on the -new project to NIMH, several already 
cbriipleted papers reporting analyses of the followup data, and 
iriterviews and cgrrespondence with John Clausen. 

FAMILIES OF MENTAL PATIENTS— THEN AND NOW 

in their analyses, Clauseri and Huffirie are comparing the 
experience of the 41 farnilies of patierits first hospitalized^irtlhe 
seventies to the 80 fariiilies frorii the fifties who met the study^s 
original sampling reqUiremerits in" every respect i^). Many of 
the comparisons contrast the fariiilies of schizophrenics to fami- 
lies of patients who received other diagnoses (psychotic depres- 
sion and riiariic-depressiori, severe psychoneurx)ses, reactive d^- 
pressidri, depressive rieUrosis, or personality or character disor- 
der). ' * L : 

In the nevy group, proportibriately fewer (50 percent) were 
diagnosed schizophrenic than the fifties group (70 percent): 
Half of; the new patients were 37 years old or _younger when 
hospitalized. The fifties patierits were a- few years younger at 
the time of Iheir first admission^-perhaps reflecting ^t 
that there were riidre schizophrenics among them, and schi.zo- 
phreriia typically appears at a^oonger age than do the ''affec- 
tive" disorders. The new group, as expected, left the hospital 
riUich earlier than did the. fifties patients (nieasured in weeks 
rather than jnonths), and far more were markedly symptomatic 
when they left. 

Recognl^fng Mental Illness 

In families studied in the 1970s, Clauseri s j^rdup Kave special 
attention to Jearning the "grounds of ribrrrialcy" iri each horiie. 
Their earlier interviews had taught them that the process of 
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recognizing mental illness was always arfected b>- the family's 
longstandirig perceptions of what was "normal' for them: the 
relationship between husband and wife has a life of its own, 
influenced by, but sbmetirnes very different from, cultural 
norms. The spoUse is most likely to try to fit unasual behavior 
pattern of perceptions accumulated aver the years. As 
' the NIMH group rioted: "Symptomatic reactions which are in- 
tensifications of Ibrig-standing response patterns becoine part of 
the fabric of life and are not easily disentangled as 'syrnptorriat- 
ic:"' 

Before one spouse Jbecame mentally ill^ nearly all of the 
families in bath old andjiew groups had been established long 
enough for the husbands and wives to have developed stable 
expectations of each other: the fifties patients had t?een mar- 
ri_ed for an average of_ iO years, the severities group for nearly 
15 years. The marriage^ in which the husband eventually 
became mentally iU, however, were mUch happier than those in 
which the wife became ilk ' . 

--For those hospitalized iri the fifties, four out of_ five femal^ 
patients' niarriages were unsatisfactory to one degree ..or an- 
other. Mariy had beeri torn by pervasive conflict for years. Even 
before the wives experienced symptoms— hearing voices, for - 
example-^their husbands saw them as disturbed: The men 
characterized their wives" as jealous, suspicious, nervous, 
moody, shy, immature, or complainers, Male.patients had much 
better rriarriages, rarely -marked by longstanding conflict. As 
often as riot, their wives saw them as essentially normal and 
healthy before symptoms appeared. Some described their hus- 
bands as weak iri character, spoiled, or physically ill. By and 
large, however, they sau^ their rnates as mentaliy normal: 

Clausen says that he is not sure-if the'harsh characteriza: 
tidris of the female patients reflecte^d what were, iri fact, very 
iriadequat^ personalities, or were simply expressioris of "the 
riiales stereotypic tendency to see .the femiile of the species as 
more rieUrotic than the male." '-yfC 

In the famiiies of patients hospitalized iri the seventies, there 
was far less overt and bitter conflict thari iri the fifties gr^ p. ' 
The investigators speculate that, cirtidrig other factors, this 
change could be related to Juration of psychiatric problems or 
today s easier divorce procedures. As with the fifties families 
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male patients' marriages had been -better before the onset of 
symptoms than had female patients'. , ^ * 

Most of the wives in the fifties^J^rd&p were unable to point to 
a single strange- or disturbing reaction .that cbrivihced them 
that their Rusbands were mentally disturbed. Most, like Mrs. 
Poster, endured, unable to separate the bizarre from their over- 
all knowledge of their husbands' perso*tiality and family expec- 
tations. The : problems usually began at home, within the 
family — physical complaints, expressions of inadequacy or 
hopelessness, withdraiA^ai; hervoushess, deceptivehess, slovenli- 
ness, aggressiveness, suicidal behavior, delusions, hallucina- 
tions. All ^iled up and eventually spilled over into more public 
ddmains.^xcessive drinking and indecent or bizarre behavior 
in public OTeh bccurred then. ^ 

, ■ f . ^ .._ . ■ 

Some patients themselves expressed the 
fear that they might be mentaiig Hi, a 
fear that family members often protest- 
ed. 



The husbands of female patients were slow to take serious 
notice of their wives' symptornatic behavior. A ^if^ "^l^^t 
accuse the husband of being Unfaithful, move oat of the mar- 
riage bed. withdraw psychologically. Then sheld_ let the 
housework go. For many, symptoms went on for a year or more 
before the husband sought help. -In se^zerai -instances where 
conflict had been rife," says Clausen, :'*hasbands maintained an 
almost incredible tolerance of deviance for many months with- 
out communicating with anyone oatside." 

Like the fifties groUp, when the well spou^^S in the seventies 
first noticed that something was wrong, they interpreted it as 
nervousness or irritability: /'Again," says Clausen^ '/a majority 
of wives and husbands initially saw^ the patient'a^ problem as 
something other than mental illness or severe emotional dis- 
turbance." Again, spouses perceived the ojiset of problems as 
gradual. The investigators-foand that, in the nevf group, hus- 
bands of older women we still bften interpreting their wives' 
distress as a sign of menopause — **an old husbands' tale that 
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persists,'\n0teii Glauseri. While one inS&ix wives interpreted. her 
hosband'fe changed behavior as seribug emotional disturbance 
requiring„tneatrnent, only one in 20 husbands came to that 
conclusion about a mentally- ill wife. Another fourth of the 
male patientsV wives ^nd a fifth of the ferriale patients' hus- 
bands considered the possibility of eniotional disorder but found 
other explanations equally plausible: 

J^^^ seventies grdUps, some patients them- 

selves expressed^ the_ fear that they might be mentally ill. (It 
was'^ot uncommoti- for their farnilies to protest such fears, to 
deny Yhat they were mentally ill-.) In other cases, the patients 
' had told their spouses that they felt either persecuted, serious- 
ly ijl physically, or guilty of sin.or some terrible act. In many 
cases^ the patient simply withdrew, and the spouse was Unable 
to tell the investigators, what, the patient felt was happening. 

In the fifties, if the disturbed spouse's symptoms had been 
persistent, the household's day-to-day f-outines became seriously 
disrupted in the month or so before hospitalisation. None of the 
couples was getting along well by^ then^ If^the marriage had 
been good, the spouse s initial anger mighL have turned to 
worry. But in bad marriages, anger, fear,^ and ridicuie contin- 
ued. Hostile cbmments that were typical: "You should have 
ydUr head examined." "If you're not careful, you'll be a mental 
case." The same patterns were also found in the seventies \ 
families. The spbUses again dealt with the problems by coaxing; v 
begging, pleading, and sometimes berating or avoiding the trou- 
bled partner. ' ' . . 

j4i the fifties, children \yere not usually involved until this 
late stage' before hbspitaiizatibn. Especially where mothers 
were psychotici child neglect and, le^s c^ten, abuse prompted 

?P^^^^ to seek hbspitaiizatibn. In other cases, assaults on ^ 
the: spatase or suicide attempts were the final straw. But until 
l'^^^: ^^^P:^^i:^^^P^^^^^^^^^^^» many rribthers (especially those in 
happy marriages) continued to care for their children, and ^ 
many men continued to perform on the job. "Indeed," says 
Clausen, "these seem to ±>e_ the minimal role funistidris that 
must in general be_ sustained if the family is to go on at all." 

Just before hospitalization, roughly seven in ten bf the seven- 
ties patients were showing Jbizarre or aggressive behavior that 
reached levels the spouses could not ignor^." (Most of the other 
patients were depressed or acutely anxious.) As with the fifties 
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families, the marital relatiohship was impaired long before 
Qther major roles became affected. And, as in the old grx)up, Ihe 
male patients' performance oh the job arid the female patients 
performance as mothers were riot markedly impaired until just 
before hospitalizatibri. - 

In lhe iMBs families, Clausen's group as^^d for details about 
the patient's effect on tHe children. The syttiptdmatic fathers 
tended either to withdraw and not respbrid to their children, or 
they, became more critical. "Mothers were also sometimes less 
responsive but more often were reported to be critical, severe, 
or toccasionally) hostile or bizarre iri dealing with the chil- 
dren," Clausen and his colleague, Carol Huffine, report; 

Reaction of the Spouses 

Clausen and Huffine found that spdUses iri the new group 
were more sympathetic toward their meritally ilt mates than 
were those interviewed in the 1950s. But in both ghmps, wives 
of disturbed husbands were, bri the average, more sympathetic 
and understanding than were the husbarids of female patients. 
In the new group, where the, patierit was interviewed, the well 
spouses' perceptibns bf their bwri reactions were largely con- 
firmed by the patient spbuses. Iri the new groap, twc^thirds of 
the wives were repbrted as riibre accepting than rejecting of 
their symptomatic hUsbarids, arid some of the rest became more 
accepting once they recdgriized that their-husbands were rnen- 
tally ill. By cbntrast, fbUr iri ten husbanda_were seen as reject- 
ing their riieritally ill wives in some fundamental way. ___ . ^ 
__As might |>e expected* the happier the marriage before- the 
breakdown, the more likely it was for the spaase to^eact 
sympathetically. In riiarriages that had turned sour, even the 
wives could be extreriiely sarcastic and harst in assessing their 
psychotic husbands. Iri rriarriages that- had been close, ^ the 
spouses remained syriipathetic no matter how annoyed or 
angry they riiight be with the patients. 

The Search for Help 

Wives bf the brigirial 33 patientain the NIMH study seldbm 
knew where to turn for help: Many consulted family physi- 
ciaris; but in half those_cases, the physicians failed to recbgriize 
the fisychiatric problem: In several families, the wife turried 
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her husband oytvif to ^his parents, who sonietimes did arrange 
for hbspitalizatibri. In olher cases, clergymen were consalted or 
the police brought in. They, too, often failed to help the wife 
clarify what was wrbhg/As a result, *'the paths to the hospital 
were beset with obstacles and traumata for husband and wife.*' ' 

Attempting to explain the dirficulty these wives encountered 
in the fifties, Clausen s group pointed out that with mental 
illness. Unlike physical illness, "the diagnostic process must, in 
general, go iHUch further within the family itself." Even after 
been recdgriized, however, the route to treat- 
ment was long and snarled for these families. 

Families encountering mental illness for _the first time in the 
ll)7_0s had a somewhat easier tirrie. In the fifties group, spouses 
ofien repiorted that their most difficult problem had been get- 
^^^^ i^^^A^^^^.^^^ ^"^^ hospital brice they had recog- 

nized that It was necessary. In the seventies, only brie spouse in 
eight saw the process of hospitalization as the mbst difficult 
problem. 

Nevertheless, patients still often Underwent prblbriged symp- 
tomatic treatment, for physical symptoms br fbr "nerves," even 
when they exhibited bizarre psychological symptbms. Nearly 80 
percent of the patients, consulted a physician about their prbb- 
lerns at one time or another: While female patients UsUally 
went on their own initiative, male patients went at their wives' 
insistence. Half saw a physician more than a month before 
they were hospitalized. And in more than half the cases where 
seen, the physician failed to^advise consultation with a psychia- 
trist br tb actually refer a patient to one. 

As with theTifties group, it was most often the-spouse Or a 
prbfessibrial who first suggested that the patient's problem, was 
rrierital br emotional. ; Physicians decided that the patient 
shbUld be hbspitalized iri the case of nearly half of the female 
patiierits. Mbst bfteri the patierit agreed to the move. The great 
majority bf the bther patierits were hospitalized because their 
spouses^ oi| they arid their spbuses together,; decided that it 
wauJd. b^ .^sirable. A sixth bf the riiale patierits decided oh 
^^^^^ hospitalized. Parerits bf th^ seventies patients- 

were much les^ often involved iri gettirig the patierit hospital- 
ized than were parents in the fifties families. 
_ found that, tb their surprise, an unhap- 

pily married woman was more likely to get iritb treatment 
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within ;i months after a breakdown thari was a wbmah who 
had a good relationship with her husband, They beheve that 
this difference might be attributable, in part, to suicide at- 
tempts, or other acts that precipitated hdspitalizatidri. But an- 
other factor may be that hUsbahds whose w\ves were extremely 
sick, but who had sound marital relationships, were reluctant 
to seek psychiatric treatment. Because the sample is smaJJ, 
Clausen says he doesn't want to make too much of this differr 
ehce. "But there is a suggestion that wives^ today are somewhat 
more active in their own behalf, even when mentally ill, than 
they were two decades ago.** „ .... _^ „ 

Only one in five of the new patients was committed, com- 
pared to three in five of tht^original 8Q patients. In one of ten 
of the seventies cases- the spouse called the police to take the 
patient to the hospital: The police were also involved in six 
cases where there was a court order committing the: patient. 
Nearly half of the families had become involved with the police 
in the 19505.^ ^ 

Based on their analyses to date, Clausen and Huffine; cbri- 
clude that It is no^ much easier for a husband or wife today to 
recognize mental disorder in a spouse than it was 2Q or 25 
years ago. But once the problem is recognized, the mentally 
disturbed spouse gets into treatment more qUickly and with 
much less trauma than was the case in the 1950s. Clausen 
believes that today's greater availability of community re- 
sources for treating rnehtal illness makes the hospitalization 
process much easier. "Moreover," he says, "if physicians do not 
always recognize a psychosis when it is first presented to them, 
they at least know where to refer the patient once they have 
recognized it.** 

An Absent Partner and Parent ♦ 

Families suffer major disruptions in their normal routines, 
roles, and relationships iwhile one member is becoming increas- 
ingly more disturbed. For those in the fifties, hospitalization 
brought even greater ujjheavals. Mothers or fathers, wives or 
husbands were gone for rribhths at a time. Patients in Clausen's 
fifties* sample spent ah average of 3 to 6 months in the hospi- 
tal, but six of the 80 patients were there for a-year_or more. 
When the husbands in the first group w-e re hospitalized in St. 
Elizatfeths Hdspital, their v^ives were told to prepare for a long 
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abst»hce. Mimy Avere advised, to take jobs, unless they had some 
other source of fihahcial support. Most dii%not move; most kept 
their children with them. A few moved in with their parents; a 
few le& their children with. their parents during the day. 

As (3|au&ejn and his coUeagues had a when wives 

were EospiiaJized in the fifties, their families frequently broke 
up temporarily; Children were often cared for by their grand- 
parents or other relatives, who sometimes lived far away. 
UnJike the famiiies in which the^-father was the patient, very 
young children were usually placed somewhere outside their 
parental home when their mothers were hospitalized. "Even 
when wives of male patients worked," report Clausen arid Huf- 
fine^ "they gave higher priority to the child's rieeds thari ixlid 
husbands of female patierits." 

Families in the seventies suffered far less disruption when a 
parent was hospitalized. With the hospital stay usually under 3 
weeks, children were rarely placed with relatives except for 
care during the day. Unless the patient remained seriously 
symptomatic, the arrangements were temporary. iSot one _wifje 
in the recent group took, a job because her husband had been 
hospitalized. "On the contrary^" _say Clausen^ nnd Huffme^ "a 
substantial proportion of mothers who had been working took 
time off from the job or put in shorter hours:** This was also 
true of husbands: 

^ 

Children often have Ike most problems ^ 
when their parent returns from the hos- 
pifah 



Although they did not systematically inquire about children's 
visits to their hospitalized parents in the original sample, Clau- 
sen and his colleagues have the impression that such visits 
were much less frequent. than they were, in the recent group. 
Hospitals are more readily accessible in the seventies. _The 
great maj^Qrity of the new patients were visited hy their chil- 
dren as often as they might have been if they had been phys- 
ically ill: 
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The researchers also asked the hew group of families how the 
children responded to their parent's absence. The wives of male 
patients usually saw signs that their children were upset or 
cbhcerhed, but husbands of femaie patients as frequently rer 
ported that children were not concerned.- If there had been 
longstanding conflict, the children might evfen be reported as 
relieved. Clausen and Huffine are skeptical about these reports, 
especially thoae of the husbands. Their recent interviews with 
the naw-aduit children of patients hospitalized in the fifties 
suggest that many children are far more distressed than their 
parents seem to realize. 

The wives of male patients hospitalized in the fifties often 
learned some valuable lessons. When the interviewers asked 
them how the experience with mental illness had affected 
them, the wives frequently said they had learned to recognize 
their own competence. A typical comment was, '*It made me 
realize that I could fiahdle things myself." Sbmie, especially 
those who expressed a need for autoribmy, kept their jobs after 
their husbands carne home and returned to work. Others who 
had quit jobs when their husbands returned from the hospital 
jiyent back;to work when their husbands' symptoms reappea.recL 
'They wanted to cbritrbl their destinies, and not have to 
depend on somebody who might be in and out of the hospital." 
Few wives, in fact, stayed with husbands who continued to be 
symptomatic. 

Husbands had the opposite experience: They were far more 
likely to report that they didn't -realize until their wives 
became ill that they weren't able to do many things. They were 
also more likely- to stay with wives who continued to be symp- 
tomatic, often participating very fully in some hbmemakihg 
chores: • 

Explaihihg to the Children 

Clausen was surprised tb learn that when a i^f^^i^^ or-father 
becbrries mentally ill today, the spouse receives. Jia more guid- 
ance in dealing with children's reactions than-j)arents did 26 or 
25 years ago, At least this was so for^e families he studied. 
"Despite all the talk about family tflerapy," he complains, 
"only a few o£ the husbands or wives in our new families, were 
called- in for an interview by the treatment staff," As far as 
Clausen has been able to determine, none of the patients' 
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spouses was even disked about the children. In the past quarter 
century, mental health educators have made repeated attempts 
to distribute materials advising ' families how to deal with 
mental illness. Some of the 41 farriilies in the ;1970s had read 
books or pamphlets that cdritairied suggestions for coping with 
mental illness. But none of the material was giVeh to them by 
the treatment center. In the early fifties, he recalls, "one of th^ 
most difficult things for people to deal with was cbmmUriicatioH 
with the children as to what was going bh." The spouses didri^ 
know what to say. **'They tended to shy away from talking 
about mental illness. They still do" 

Clausen describes a typical parental response in a family 
with several young children. The mother had been talcen to a 
State hospital and diagnosed as schizophrenic after she was 
arrested for trying to sell what she said were miJitary secrets; 
Her neighbors noticed her absence and assumed she was away 
on a visit. Then one neighbor learned that sfie was .in the 
hospital. He waited for a few days before broaching the subject, 
and he found that when he finaJly did, the. husbEcnd was re- 
lieved. The husband said he hadn't^ been able to bring himself 
to say anything about it to his friends and neighbors. 

The neighbor offered to help with the children. It was then 
that the husband had to admit that he hadri*t been able to talk 
with them about their mother s breakdown. No brie at the 
hospital had asked him if he rieeded help with the children. No 
one offered advice. 

While the wife was hospitalized, the husband was relieved to 
le^ri that most of his neighbors were supportive. They brought 
in rrieals arid helped care for the children. The youngest child 
was especially troubled by his rnbthigrs absjence. He started 
suckirig his thunib arid wetting: his bed— habits that he had 
brbkc|iri before his riibther left. Wheri she returned home, she 
did not seerii tb kribw how tb relate to her children. She said 
that she felt her authbrity iri the faniiily had been undermined. 

She sUbsequeritly abaridbried her fariiily. '__ 

In the families Clausen studied in both the fifties and seven- 
ties, less than a third of the well parents who had children old 
enough to understand the problem told them what was happen- 
ing. -The p^arent will either say. They're too young to mnder- 
stand,' or They know what*s going on/" / 
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How do they explain the ill parent's absehee? The well 
parent will often tell young children that their mother or 
father is sUffefi rig from some physical ailriierit — a toothache, a 
tUmmy ache, trouble with a leg. ''All of the conflict that pre- 
ceded hospitaUzatiDri— arid there's Usually a lot of conflict when 
someone becomes sufficiently symptomatic to be hospitalized — 
ail that is brushed under the rug." 

^ Older children might be taken into their parent's confidence, 
pariicolarly- their mothers.- Clausen says that the mothers 
seem to Jind it easier to discuss their feelings with their chil- 
dren and to recognize that they may feel guilt and confusion. 
/The fathers are much more likely to deny that there's any 
effect on the children, at least that they've noticed. Fathers 
typically say something like, 'No, they just take it in stride.' 
Mothers are much more likely to notice." 

Explaining to Others 

When Clausen and his colleagues asked the spouses in the 
fifties families to characterize how their partners' mental ilU 
ness-had siffected them socially,, the investigators iearned that 
most-felt stigmatized Again ^nd again^ -these spouses said they 
expecteiJiostility and criticism. Wives feared for their hus- 
bands' jobs, worried that olA frienda would avoid them, and 
were anxious that their children might be excluded from play 
groups or be taunted by other children. They were concerned 
that their family name would be hurt. With: family, Friends, 
and employers, they dissembled, concealed, and denied; in drily 
a few cases did spouses talk openly about the situatibri. _ 
: Two typical cbninierife were: "I live iri horror— a perfect 
hQrrQr---that some people will make a crack about it to Jim 
[child], arid supix)se after George gets but everything is going 
well arid somebody throws it up in his face. That would ruin 
everythirig. I live iri terror of that — ^a cdriiplete terror of that." 

*'Of cburse it was all riew to rrie. I had riever kribwri ariybrie 
like this before. At first I was a little ashariiisd, but ribw- I'lri 
gettirig to Uriderstarid it better. I kridw that ixlerital illriess is 
just like physical illriess. I don't think pe<^le think about 
mental illness the way they used to. Of course, I have cut out 
seeing all but a couple of our friends. Tliere ar^ especially some 
I have cut out: Jn fact, Joe asked me. not to tell his friends 
while he was in Saint Elizabeths Hospital:" 
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Two out df three of these families istudied in the fifties had 
parental families living nearby. Most knew of -the_ illness^arfd 
hospitalization, but the communicatioji between the psychotic 
husband's wife and_ her own family differed greatly from that 
with her husband's famiiy; While wives rarely sought help 
from their own families before hospitalization, they often 
turned to them for help qnd emotional support after .they were, 
left alone with the children. Their interactions with their hus- 
bands' families, on the other hand, were laced with hostility. 
"Accusations and counter accusations are rnade. Patience is 
short and criticisms are easy and frequent. " The wife blamed 
her husband's family for his illness; they blamed her. "The 
husband's illness seems to have the effect df Consolidating or 
accehtuatirig the prior relationships between the wife and the 
parental families," the researchers feported in 1955. Wives fre- 
quently cdmplained thau in-laws had little appreciation of the 
difficulties they experienced. As one wife said^'^'J feel hurt ^nd 
feel they have not considered me: All they are concerned about ^ 
is my husband:" 

In their cbrrimUnication with outsiders, some wives tried "ag- 
gressive concealment," cutting out all social encounters: Sopiier 
of later, however, they would have to tell - someone— art employ- ^ 
er, for example. Lies and evasions were cambersome and diffi- 
cult to maintain: Isolation would distort the wife's perception of 
what others thought: 

The reaction of others was sometimes kind and understand- 
ing, but at times it was cruel. The wife might be v^dded by 
coworkers about her lack of a sexual partner x>r-^su^^tei to 
advances from male friends^pso,- while, the husband was hospi- 
talized, "there was rather -UTOrough-going avoidance by friends 
and -acquaintances," the investigators noted. "Normal expres- 
sions of concern for the .welfare of one who is ill such as visits, 
written messages or gifts are avenues little used for the mental 
patient." _ _ _ 

Although Clausen and. Huffine have *3ot completed their 
analysis of the data on the new families' social interactions, 
Clausen has the impression that they are much less, traumatic 
than they were for families in the fifties. The well partners 
seem to feel less stigma than did their counterparts 25 years 
ago. One indication of this difference is that the spouses seem 
to be more open about discussing mental illness with their 
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neighbors than they were in the 1950s. The.apparerit change in 
attitudes may be attributed, in part, tbihe fact that far i^wer 
of the seventies patients were sent to State mental hospitals. 
Clausen says that another reason may be that mental health* 
professionals are themselves more hopeful about the prospects 
for the future of psychotic 

-The-exteaded-family al^ appears to be less involved today. 
BnliJ»Tih^iifUeajwiv£S< a^ w in the seventies was not likely 
tp<BlameJ3eJSm»b«iias parents for his problems or turn him 
Qver to ihem. in fact, three out of four couples either did not 
inform the hasband'a parents of his hospiitalization until after 
it had occurred or did not tell them about it at all. About a 
fourth of the female patients' parents were involved in their 
daughter's hospitalization, while slightly less than half either 
<lcnew nothing about it or weren't told about it until afterwards. 

- - = _ _ ^ 

The Returning Patient 

in the Sfiies, when patients returned home after a long stay 
in _ the hospital, their husbands and wives found them very 
dependent: They demanded displays of affection. They tried to 
please t hue spouse by helping out around the house and doing 
extra xho res. Glausen say SI that while this phase did not last 
long, some spouses found the readjustment "unanticipated and 
unnerving." ^ 

Many of the former male patients were anxious about re- 
turning to work. Very few men lost their jobs because of their 
illneiss or had trouble finding a new job. Bat, says Clausen, 
those who did have trouble were devastated by it: Contrary to 
their fearful expectations, most men who returned to old jobs 
found few problems in relating to their coworkers. 

The men first hospitalized in the severities were rtiUch more 
likely to return to their bid jbbs^ than were those who first 
suffered a psychotic breakdown in the fifties. This difference, 
say Huffihe and Clausen, is probably partly due to the shorter 
duration of hospitalization in the seventies group. But other 
differences iri the groups also may contribute to the change in 
experience. The men in the^new ^oup were older, on the 
average, than in the old-^a factor which in itself positively 
related to job retention: They also had somewhat higher levels 
of occupationat attainment, another factor which, in both^ old 
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and hew groups, was positively related to returning to ah bid 
job. ^ 

Today's Treatment Practices 

The revolution in standard ireatraent practices -for the nxen^ 
tally ill has solved sonne old problems and introduced new ones 
for families. For the most part, the short hospital stays seem to 
be less disruptive for families than the long hospitalizations 
common a quarter of a century ago. The short stay is much 
easier to handle — like a hospitalization for a physical illness — 
according to Clausen. Being treated in the psychiatric ward of a 
general hospital or small private hospital is Tar less siigiriatiz- 
iri^ than going to a State hospital. In the earlier study; wives 
whose husbands were treated in a Veterans' Adrriiriiat ration 
hospital felt less stigrha. The wives could just tell friends, "My 
husband's in the VA hospital." They didn't have to mention 
that he was on a psychiatric ward. " r 

Long periods of hospitalization did have some advantages, 
however. There was moire time to heal the wounds opened in 
the period of tUrmbil before hdspitalizatibri. When the patient 
was gone longer, some families would go through a bbneymodn 
period after being reunited. This is less cbitimdri today. In some 
of the families who experienced a' first hospitalizatidn in the 
seventies, the cooling-ofF period^ ^as not long enough, Clausen 
concedes '-Some patients are returning home while there's still 
so much- tnrrnoii, and they may stiil be symptomatic or so 
heavily drugged that they don't relate." The patient*more often 
returns to the hospital in short order. Patients hospitalized in 
the fifties, on the other hand, "would be allowed to go home for 
a weekend. Then they might be given a longer pass— mayfe an 
indefinite pass— and be discharged a year or so later. ^Hey 
were kept on a string tied to the hospital.'' Clausen and Huf- 
fine also discovered that, despite the reduced chance of break- 
ing family ties because of long separatidns, the families in the 
severities itldre dfteri dissolved after the initial hdspitalizatidri 
than did those ip the fifties. 

What is the dptimUm lerigth df a hdspital stay? Orie that is 
Idrig eridUgh td alldw family ffictidris to cool ddwn arid patients 
to recover? One that is short enough to prevent pa tieiits from 
becoming' chronically dependent on the hospital and/or 
tranged from their families? Clausen thinks there is no optii - 
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miim for all patients; much depends on the patient's symptoms, 
the family's ebmpbsitibri .and iriterrial relationships, and the 
resources available to it. *'Sbme studies suggest that patients 
who have been hospitalized "Until their symptoms have consid- 
erably subsided do better Upon return than patients wha have 
been maintained in the community on drugSL and psychothera- 
py," he notes. While this isaua is far Jrotn resolved, treatment 
staff must- always keep in raind "the alternative considerations 
of giving the family^ moratorium,^ on the one hand, and yet 
not completely cutting the patient off, on the other." 



Like the paiienis, mnnif spouses were 
arrdid of psffcMatriv drUps, they Were 
often vonrerned ihui improvements mag 
r, not Jbe ''reaV' One hmband said, **I 
doh 'i know how much of her personality 
is her and how much stems from the 
pHIs.'' 



__Th^ powerful psychiatric drugs, on which many once-hospi- 
taJi^^ patients depend, present problems of their own. Clausen 
and' other critics have observed that drugs are bfteri prescribed 
indiscriminately or inappropriately, especially for patients in 
the community: Clausen and Huffing collected some data Qh 
drugs being prescribed to patients in both their bid and hew 4 
samples. They alsa have ihforrnatibh bri th^ method bf mbriitbr-'i<*i 
irig drug use and how family rhembers imlUerice the patient's 
us^ of drugs. ClaUseh bbserves that in some instc^hces very high 
levels of (trUg dbsage are being prescribed with almost no moni- 
tbrihg. "Wide varieties of drugs are used in rajJid succession, 
sbrrietimes for patients whose problems appear to be relatively 
minor — patients who have teen coping quite effectively _for a 
decade or more but have sought help in the face of an extreme- 
ly upsetting situation:" - 

Female former patients are much more likely to be rjeceiving 
medication than are the male forrner patients: .Some of the 
, wbrrieri hospitalized in the fifties and now in outpatient treat- 
ment '*are being given far more dFugs than they need," Clausen 
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says. *'They ^ot what umoUhts to ah open prescriptibri, with 
physicians saying, in eflect, ^Dbn^bbther me, I'll give you what 
ybU want in the way bf drugs/ It s rather appalling tb find but 
the pr^scriptibhs sbme bf these women have— the whble range 
bf majbr ah<i rnihbr tranquilizers.'* Clausen learned in one in- 
terview that a former patient was taking four times the maxi- 
mum dbsage of one cbmmbhly prescribed^ addictive tranquiliz- 
er. She couldn't function \yithbut it, yet she and her husband 
were very unhappy with her dependence. They arranged for 
her to go into a hospital for withdrawal, but -when she got 
there, she stayed only one night. The experience of the State 
hospital 15 years earlier hit, her so hard that she couldn't stay, 
she reported. 

In some instances, husbands control and manipulate their 
wives' medication. They often have qUalrtis about their wives 
Using the drugs. But *'dnly in a tiny miribrity bf cases" have 
treatment staff explained tb the spbUse either the nature bf the 
patient's cbriditibri or the ratibhale behind the drug treatment. 
*IIh general," says Clausen, "we have found that the family 

< tends tb be ighbred almbst as rhuch hbw as it was 20 years 
ago." - . ^ . _ ^ „ _ 

An analysis done by Carol Htiffine. calls inta question a» 
common belief among mental healih workers that patients whb 
live with others are more likely than socially isolated patients 
to take medication as prescribed because, theic intake, is super- 
vised. Using data from the foUowup interviews with .the fifties 
patients and interviews _with_ sev.enties. patients^ and_their 

: spouses, Huffme compared attitudes .to.wariih^ asajDf. psycho- 
therapeutic drugs to the patients' actual, use, .Ska found that, : 
like the general population,_raany patients and spouses inithis 
study hold negative attitudes toward, psychoactive drugs. A 
minority complained, of .adverse side effects; -but others feared 
the drugs, felt thaLtaking them Scried a_stigma,. thought that 
they threatened the patiept^s autonomy and independence, or 
denied that they were necessary or effective: HufSna found 
that, the spouses' attitudes largely .>.mirrQr^d ihosa of the pa- 
tients. Even those.who perceivedreal„impro.v.erae;nt:in the pa- 
tient's behavior or demeanor were often concerned, that, the 
change may not be / real"— tBat it may reflect only the.drug^ 
power to mask symptoms. Huffine quotes one husband ll| 



JOHN CLAUSEN 



671 



saying, "I don't kndw^ow much of her personality is her s arid 
how rriUch stems frOm the piilSv^ 

Nevertheless, despite the 'Tears/ sneers and side effec^^^^^^ 
most of the patients: in the new group of patients took their 
medication as prescribed for at least a month after hospitaliza- 
tion. Some patients who appeared not to be complying^ with a 
prescription were, in fact, manipulating the medication sched- 
ule to minimize Side effects that interfered with^ day-to-day 
activities. Some patients and their spouseS^apparentjy found 
that the benefits outweighed the negative aspects _of the drugs. 
Others were able to cUt down the drugs' costs by manipulating 
the presc_rib<^_ regimen. 

Hoffme suggests that therapists should sefidUsly take into 
accoont the attitudes of patients arid their families toward 
medication; Brushing aside fears arid bpiriidris is simply not 
enough, she says. The patients\past experierices^^^^^ the opin- 
ions of spouse and friends are likely to prevail. A clinician 
should not only take the time to explairi what a drug is and 
why it is_ prescribed; he should also alter the dosage arid timing 
of medication if patients complairi about side effects. ; 

LONG-TERM CONSEQUENeES OF MENTAL ILLNESS 

In the analyses of the Idng-term effect^^ mental illness, 
John Clausen arid Carol Huffine have ibcused on the same 80 
families frbrii the 1950s samples that they are_ using for com- 
parisons with the 1970s sample. Interviews with 66 of these 80 
families were cdriipleted by mid-L973-^between 14 and 20 years 
vafter the p^tifrits were fii;^VhospLtalized: Clausen's analysis of 
these fariiiiies' experience is mformed by his years of research 
g^torfig^j^e ribrmal development at the Institute, of Huriiari 
/^^^ppm^^ He and Huffwfr^re also making systeriiatic cdrii- 
^^^risp^s^^ the study sample: The adapta- 

tibruor^milies of schizophrenic patients, for exahiple, is com^ 
' pa^fed to that of femiiies in which the patient had ari affective 
disorder or severe psychoneurbsis. Families with a - "tally ill 
\^ife are contrasted to those with an iU husband. g these 
and other ch^rBcteristics to define gfoUps withir. the study 
sample, Clausen and Huffine are exariiiriirig the effect of 
mental ifiness on marriages, the chil.dreri,. work careers, rela- 
tionships with others, and chariges iri rbles. 
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. There wore .some difrerences among the ^absamples of pa- 
tients. Most hbhschizbphrenic men were older than the schi- 
zophrenics. The female patients were less educated than the 
men, and their families were of a lower social status than those 
of male patients. The women were first hospitalized after iS55, 
when tranqailizers were widely used; as a result, their firsi 
hospitai stays- were considerably shorter than they would have 
been a few years earlier and were slightly shorter than were 
the men s. Bnt_ their symptoms at that time and during the 
succeeding years were more serious and persistent than were 
those of the male pMients; 

Whatever life held in^ store after the patients first mental 
breakdown, none of the patients or their families saw the expe- 
rienqe as an ultimately_rewarding one. It was, says Clausen, ''a 
horrible farnily trial." Some seemijigl)^ denied that it had ^ver 
happened. Clauserf says a tyjiicai reaction in these families 
was. "Well, we don't know what happened then." But few 
families could forget the experience, becanse, in the majority of 
cases, the. patient subsequently needed mental health care. 

Mental Illness in the Interim 

By the early 1970^^ of the former male patients had 

received further treatment at some time since the initial epi- 
sode. By contrast, nine out often fdrrtier female patients, most 
of whom were schizophrenic, had been treated again. 5he ma- 
jority of airpati^nts who received 4;reatn:ient were also Ifospital-^ 
ized again— an average , of thre^times. Most spent dhJy short 
periods in the hospital when they returned. Some, }/bwever, 
remained symptomatic and continued to receive treatment a^ 
outpatients after tfiey went home. 

At the time of followup, four patients were either in psychi- 
atric hospitals or on their books. Another woman had been 
transferred frdrri a State hospital to a boarding home, where 
pre^mably she will spend the rest of her life. 0f the-80 pa- 
^^^5^?^^^^^ sample, seveh rnen and four women were dead: 
Three of the men and two of the women had committed suicide; 
two men _had Jcilled them while bri leave from their initial 

hospitalization, and another did so during a subsequent hospi- 
talization. __ 

'_v_Less than half of the men diagnosed as schizophrenic in the 
fifties were currently deceiving any forrri of mental health 
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treatment— a smaller puroportion than any other diagnostic 
group. Clausen and Muffine^ point out that married male schi- 
zophrenics are, among mental patients, a Blest group. They 
typically haveL a- better prognosis than the other types of pa- 
tients included m this study. "Marriage (or the establishment 
of an intimate Tieterosexual relationship) is Undertaken by a 
ininQrity of males who are at any age diagnosed schizophrenic," 
thay note. ^Those who do marry have repeatedly been found 
less^Ukely to become chronic schizophrenics." 

What led to further treatment? In two bUt of three cases,- the 
interview respondents said that symptoms similar or identical 
to the original ones had recUrred. These symptoms were seen 
as moderate to severe in twchthirds of the schizophrenic-Women 
and the nonschizophrehic men. In most of these cases', the 
spouse considered the patient to be mentally ill: 

Divorced Coaples _ 

By the early^/seventies, a third of the marriages had ended in 
divorce. Mos^roke up within the first 3 years after the, first 
hospitalization— almost always when symptoms had-* reap- 
-^re± Mosf of the later separations came after a subsequent 
hospitalization. The spouse was usually the one to ask for the 
separation. In families with an affectively disordered patierLt, 
the couples were more likely to have agreed Upon the need/ to 
separate, and, in a few, the patient initiated the break:___^ ^ 

In most of these families, the spdUse asked for a separation 
after the patient's behavior had becdme intolerable: The wives 
of most of the schizbphreriicji^ffi^n who'jcontm^ 
tomatic had left by the.time!of follow-up^ Persistent symptoms 
in mentally ill wives did^.,not, by contrast, often lead tP .a 
marital breakup. "Separation.-was not a clear-cult event" in 
many families of feniale^^atients,^ according to Clausen arid 
HUffirie. Sometimes- the families jiist never got back together 
again after the-Wife returned from a, hospital stay. HUsbafids 
didn t seek- liivorces unl^ss^, they wanted to remarry. "Some 
families were so amorphpiis that it wbUld be hard to say wheth- 
er or not they remained intact," the researchers remark. ^ 
To their surprise, whether;^ couple rd^iriigd together until 
the time of followup seemed tb bear rio^lationship to J:heir 
ratings of how happy the cbuple had bee^^ ^before the initial 
hospitalization. Some cbhnict-ridden marrj^ages had endured; 




separation or divorce; ^nother-finding that surprised the re- 
searchers was that middle-class families more often, broke up 
than did lbwerH::lass ones, especially when the wife was the 
patient. 

Several couples who fought constantly finally separated after 
their children left hbme^usuaijy at an early age. In oiie,_a 
schizophrenic mother encouraged her three daughters to he 
sexually provocative. When she invited the lover of the 16-year- 
okf in, her husband tried to prevent it. He moved out because 
he was unable to. 

Married Life Over the Years 

: Of the 34 couples who were ^tiii together at the time of 
follbwup, a few seemed to be happy: Most were either locked in 
intermittent conflict or had worked out a. trace maintained by 
spending little time or emotional energy on each other: A few 
/vere at war. Yet, two out of three spouses characterized^their 
rnates in positive terms, sometimes mingled with descriptions 
of syrriptdrris. A third dwelled on the symptoms and inadequate 
personalities of their rrieritally ill spouses. 



In the families that remained intact, half of the patients' 
spouses had considered separation at sorne time. A number of 
t^^::^^:^^^ or two husbands of patients are still contem- 

Pl^l^M .^J"^^*"^^' while several patients' wives have resigned 
thpraselves to unsatisfying marriages. In most of these families 
where separation had been considered, the patient s symptoms 
had persisted and often included violent behavior. ^ 

Among those who. had never considered separation, a fourth 
of the husbands and wives go their separate ways. Far more of 
the couples who expect to remain together are highly depend- 
ent dteeach other, however. Where -the wife was the patient, 
one out of three couples seems bound together by mutual 
pathblbgical dependence, despite frequent outbursts of hatred. 
Few of the families where the husband was the patient depend 
on each other in this way; instead, most "have worked out lives 
that touch lightly under the family roof." Their mild involve- 
"^^^^ ^^^^ ^^ch other keeps cbnflicts and tension at a low level: 

"On the whole," say Clausen and Huffine, "wives of male 
patients seemed to cope mUch mbre competently with the dual 
roles that were thrust Upon thrm when their husbands were 
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incapacitated." In a few famiH^, roles were actually reversed; 
the husband stayed home and the wife continued to hold a job. 
Mr. and Mrs: Foster, whose experience during the early 1950s 
was described-above, are one of these families. They are still 
together-aad, by Clausen's estimation, have a good relationship. 
Mrs: Foster went back to school after her husband's break- 
down For many years now, she has taught school and been 
active in organizing professibrial training for herself and other 
teachers. Mr. Foster has never held another f^ormal^ P^i^ 
but has done a good deal of volunteer work. Althgugh ire has 
been very anxious at times, he has never been hospitalized; The 
couple has no children. 

Over the years, the families of male patients were generally 
less rocky than those of female patients; the patient-husband 
was not often symptomiatic. Usually held a steady -job, _^had 
smoother relationships with his spouse, and shared mor^ 
ests and activities. *'_By and large," Clausen says, "their fami- 
lies: have been rribre' stable than families of most sociologists 
and psychiatrists." . . ii : :_ 

Half of the wives of former patients were unhappy- about the 
disproportionate amount of responsibility that fell -to them be- 
cause their husbands did little to keep the. household going. 
Thes^.men did "even less" around the house than the typical 
American male, say ClaUsen and Huffine: Bat that pattern had 
started early in the tnarriage and hadn't changed much over 
the years. By contrast, former female patients tended: to^carjy.^ 
less and less responsibility- for h )Useho,ld work as tS^A^earS . 
went by. Their husbands did mucr of it. But only bne-in^Rye bn. 
these men complained about the .arrangement. ' 

Families in which the husband had an affective jj^chbsis 
appeared to get along-"reasonably well except during syfnptbm- 
atic episodes, wheruJthe p^ti^ent was often completely bUt of 
control. ^* These husbands were lessiabusive at home than were 
husbands of schizophrenic women. During manic episbdes, ^hey 
acted out away from home. When they were depressed, they 
were depressed at hom 

Regardless-of the patient's sex or diagnosis, in mbst cbhflict- 
ridden -marriages the Fighting started bver either spouse's objec- 
tioris to the others behavior or because bf disagreements about 
the children; in more than a third where the wife was the 
patient, sexual rfelationships were an early focus of trouble. 
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Whether the patifiiit' wa^ man' or wife, the conflict was most 
often moderate, leading, to two-sided screaming sessions or to 
the wife's withdrawing from the argument.. _ _ . 

Despite the cdritiriUed and often bizarre sympto^s_ in the 
female patients, their husbands stayed with_them more often 
than not. But, for most, it hasn't been a happy. life: The hiisr 
bands of schizophrenic women often had histories iDf problems 
themselves— bigamy, poor work recorcte, assaults, arres^. Sev- 
eral have themselves, been hdspitalizea or treated for nienial 
disorders, and, Clausen observes, several others show marked 
psychopathblbgy. They often drank to excess, or took off, ''leav- 
ing the children to cope with their mother's difficulties." They 
not only h ted their wives arid children, but physically 
abused them as well. -'Qrie cari't imagine why the wives or 
older children put up with this. Perhaps the wives have to stay 
because_they_ are so often sick.'' 

Clausea J*ecalls one case:where»^ after the father had been 
interviewed about the mother'sr^history, a daughter phoned arid 
asked if she could come in and talk. She wanted to counter the 
lies she waa sure her father had told. Telling the interviewer 
that her father was extremely brutal, she described, how he 
beat up her mother, her_sister,_and herself. She saidj for exam- 
ple, that he didn^t like her mother's smoking. If she lit a 

Lrarette, ^he'd stub it oat on fier face. This young woman was 
college, which was rare aimong daughters of schizophrenic 
iriothers, and she lived away from home during the school year. 
But she returned to Uve with her parents during the summer. 
'*We couldn't understand why she came home," Clausen says. 
"Perhaps she stayed at jiorae to defend and protect her 
rridther." In a few families with a patient-wife, ho\yever, the 
husbands have been "incredibly humane," Clausen adds. A few 



merit that would have forced the family to move, took new jobs 
that g^ve tkem more time at home, or retired early. _ ______ 

Some who had led uristable lives settled down; One. man, for 
example. Had held 14 jobs iri 13 years before his wife!s break- 
down but has held the sariie job since she was first hospitalized. 
"He's gotten his life together. He's organized." His wife has 
been in outpatierit treatriierit a good part of the time since her 
first breakdown. 



altered their occupational pi; 




chances for advance- 
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But this "man. like many, others,. does, hot give his wife much 
emdtiorial s.upport: '*He managea_not to be around the house a 
great deall^his is one of the strategies whereby most of the 
families that stay together cope with Ihe patient's symptomato- 
Ipgy. The well spouse will have anian_ meetings, church activi- 
ties, take dri extra Jobs in the evening, and in that way avoid 
intense iriteractidri with the patient:" _ 

Unwittingly, the well spouses may be helping their marriage 
partners by avoiding too much interactidri with them> Research 
done by a group of London" investigators (Brdwri, ©irley, and 
Wing 19723 suggests that patients engaged in ihtehse*bmdtidnal 
involvement with a spouse or another sighificaht persdri in the 
home are much more likely to be rehbspitalized. This likelihddd 
is even- greater _if that significa-.r person is critical of the pa- 
tient The more iiours per wee^. that the patient interacted 
with the spouse or^ -'significant other," and the greater the 
emotional involvement with that person, the more likely the 
patient would return to the hospital. 

u 

Away From Home' , 

The sdcial life^j^f/y^ ap- 
peared to be qUi|l j^^icted. Few entertained or had a wide 
circle of frieridj^^j^nSed families were important to a major- 
ity. About hair^f"^fe schizophrenics were very close to some 
\ member of theii^ drigirial families and frequently visited with 
Telatives. * 

Other than these irelationships wi^gelbse family members, 
the patients derived most pleasurer^fa - theif^ family life at 
Iiome: This__was especially true of niS[«-#:^^^^enics, a major- 
ity of whom had no clos^ friends- theirt|S^^^ ^^^^ 
almost exclusively centered on tfleir i^^^ lile arid 

friendships: . Nonschizophrenic men, by con^^t, went but with 
friends alone more often than with their families. Among all 
the patients, four out of_ten wer^/said to have no clpse friends. 
Less than half of the famihes beltynied to brgariizatibns, usual- 
ly a church. ehuri}| activities v^re particularly important, to 
the wives of male patients. ^. 
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Growing Up With Mental Illness 

Concerne for children^ psychotic parents grown- as com- 
"^""^^^J''':®^.^"^^^ become more cbmrrioh. Mentally ill par- 
ents are now more likely to remain at home Avith their chil- 
dren, except for short stays ih^a hospital. Many of them are 
still .symptomatic when they return home. Many break down 
rep^tediy. At those times, they may__neglect or even abuse 
their childrenr^Their mere prefence offers the opportunity to 
inypive the children directly in .di§ordered thought prxxresses 
and behavior, or to transmit distorted perceptions of reality: 



S^l?era/ c/ri/^n ftiid been puriicutarig 
bothered b^ their mothers [ haltucina' 
^ tions> One said of his fhoiher, ''Like my 
father hides his iiquor, she hid^s her 
thoughts. " \ 
— i \ 

: Sensitive to these potential hazards, ClaUseri arid Huffine 
have analyzed reports on iSS children of patients first hospital- 
ized in the fifties. They have given particular atteritibri to the 
sex of the ill parent, the snpportiveness of the well parent, and 
the patient's diagnosis. The research team has systematically 
analyzed the -development jof the children: albrig a number of 
dimensions— their .educational attainment, when they left 
home, their problems, and. their relationship^ with their fter- 
ents. Because most of Jthe children have reacfed^yburig adult- 
hcKKl, they and th^ir parents could look back with some dispas- 
sion (and some anguishXat how needs were rriet arid symptoms 
experienced. It Is^these remembrances, especially thbse of 13 of 
the children ihemselves, that provide a vivid picture of what it 
was like to grow ^p with a mentally ill parerit. 
-^ Children with a mentally jll father had an easier time than 
did those with a mentally ill mbther. During childhood, they 
wer-e more likely to have two parents— a father who usually 
held a steady job (despite bccasibnal prpblerns) and a mother 
who was sympathetic arid supportive. Family life was stable 
and routine. The rribther disciplined the children with little 
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interference fron:i the father. If the parents separated, the chil- 
dren always went with the mother, 

. Growing op with a schizophrenic mother was a much less 
positive exp>erience. Sons had particular difficuliy corhmuriicat* 
ing witfr their mothers. Fathers often : failed to provide the 
support and stability the children needed. Young children were 
shunted between relatives when the mother was hospitalized 
again. 

Serious Probiems 

The researchers obtained from the parents' reports and clini- 
cal records some infbrjnation on serious developmental prob- ^ 
lems. They did not attempL to interview any children except 
those readily available; From the evidence they do have, Clau- 
sen and Huffine conclude that the children of these patients 
are not "exceptionally problematic." But a number of them 
have had severe emotional problems or have gotten into trou- 
ble, : : 

Because most of the children had not yet peached the age of 
i^iaxirnum risk, Clausen's group does not know how many will 
break down with a mental disorder. At least three had already 
been hospitalized, however. Clausen arid Huffirie have eviderice 
that at least seven children (all of whom had schizophrenic 
parents) yhave had brief {^ychbtic episodes— far more than 
would have beeri expected. On the other hand, eight children, 
drily about 5 percerit of the total group of patients' children, 
had been treated for what appeared to be a nofipsychotic emo- 
tidrial disturbance; Clausen and Huffine believe ±hat^ similar 
proportion of such disorders would be found in the general 
population. ~ - - --^--^ 

Children of schizophrenic mothers more often had serious 
problems than did those of other patients. More than a fourth 
of -this group had attempted suicide, become psychotic, had 
illegitimate children, or were seriously delinquent, according to 
reports from parents or other direct evidence^ The inyestigatbrs 
have indirect evidence that another tenth of the childreri had 
similar problems. 

Social class was relate to serious^i^bblerris in childreri of 
mentally ill rnbthers but not in children of rrieritally ill fathers. 
In wbrking-class fariiilies, 44 percerit of this childreri with a 
riientally ill riibtHer had seribus prbblerris, while in middle-class 
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families, only 9 percent of the patient-mothers' childron had 
such problems. Serious psychological problems and deviance 
did not occur more frequently in the childr^en of divorced par- 
ents than in those whose parents remained married. 

Contrary to their expectations, the researchers did hot find 
that serioLK problems were most prevalent among ^bung adults 
wlj|l were under age 2 when their mothers were first hospital' 
ized. While hone of the eight children in wbrki rig-class fariiilies 
who had been under 2 experiericed serious prbbleriis grbwirig 
Up, seven in ten who had been 2-tb 6 had experiericed such 
problems. Children in these families who were 6 to 12 at the 
time of the first hospitalization also frequently had problems. 

The Children s Accounts 

Several researchers who have examined the incidence of 
mental disbrder in the grown children of psychotic patients 
have cbricluded that Hyirig with the patient made little differ- 
erice; gerietic vulnerability to mental illness seerris tb be the 
rriore powerful irifiuerice iri bririgiri^ bri a breakdown in the 
childreri. But the stories tbld by the growri childreri frbrii sever- 
al fariiilies iri Clauseri's study .poigriaritly deriibristrate that 
everi if livirig with a riieritally ill parerit dbesri't cause a child tb 
become psychotic iri later life, it is rievertheless a stressful way 
to grow up. 

, Several of the childreri riieritidried that they had beeri par- 
tic4|iarly bothered by their mothers' halluciriatidris — a riidthier 
HiJoUalked with someone the child couldn't see, another who 
conldn't-hear her child's questions and comments because she 
was listening to an. unseeji v^ice: -One -young, man j-elated how 
his younger brother repeatedly became "so bagged" that he'd 
run away from home. The last time he left the house his 
mother said, "If you go, I'll kill myself" The brother left de- 
spite this coercive threat. And the mother dfd kill herself 
Two other children who recognized their parents' manipulati- 
yeness were greatly annoyed at this ''dishonesty." Even recall- 
ing such incidents as adults, they could riot accept it. One said 
bf his riiother, "Like riiy father hides his liqubr, she hides Her 
thoughts." The bther was cbriviriced that her father used his 
syriiptbriis tb cbritrbl her. He becariie delusibrial wheriever he 
disapproved of, or was threateried by, sdniethirig she, warited td 
do.. 
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The worst memories of childhood came frorn ihe_^ young 
adults whose ill parent had been disabled by symptoms over 
long periods and whose well parent was abusive or unavailable. 
One child of a schizophrenic mother, and a Vhard-drinking, 
abusive father imported that, when^he gets together with her 
brothers and jjisters, they talk- about the "hell" they went 
through toget^, and little else; _"&uch meetings are: al\yays 
followed by nightmares," Clausen and Huffine note. "AH of the 
children in this family appear to suffer from emotional prbb^ 
lertis." None has received treatment. "Indeed, a daughter re- 
ports that no member of the family 'will ever go near a psychi- 
atrist.'" _ _ _ 

Some of the young adults r^allei being extremely resentful 
about not being told what was happening, or why certain be- 
havior Upset the parent who had been a patient. Clausen inter- 
viewed one young woman who was 8 before her mother ex- 
plained! why her father acted in ways she couldn't understand. 
Her father's initiartreakdown came during the McCarthy era. 
He feared that he would be accused of being a "red." The 
daughtei recalled: 

Thei^e v^ere many thkigs that were never sayable m 
this household, a nd^any clothes, many colors, I could 
never wear in fr*t of [father]. No red, no pmk^.no 
purple, no brown. Andithere were many kinds of jokes 
/that could never be said, and unfortunately^ J ^ften 
^ didn't find out^aboUt them until after I had made 
them. And then my mother would jump down rtiy 
throat. [Clausen arid Huffine 1979, p: 265:] 

Several childreD were old enough at the time of the initial 
breakdown to feel responsible for it. But many others felt 
guilty about subsequent breakdowns. The well parents would 
often control their childreri's behavior with comments such as, 
''If you keep this up, he'll erid dp back in a mental institution." 

Clausen and Huffirie have evidence from-ciinical records that 
a few patients physically abused their children.-"One child was 
brain-damaged wheri the motherlihrew it against za wall," the 
investigators report. The child has remained in a State institu- 
tibh. Aridther mother, .who believed someone was filling the 
house with poison gas to kill her children, broke windows to let 
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in fresh air, arid theri attacked the children with a broom 
handle. 

"On the Avhole, however, except during episodes when delu- 
sions guided their behavior, the patients abused the children 
/ less than did some of the spouses, especially, iiusbands who 
were heavy drinkers,'' Clausen and Hui'fine jeport:^ families 
w^here the "w^ell" spouse turjied to_aJcohoL^:as a means of 
coping, "the children have b double burden to bear, and it is 
bur impression that some of these have had the most difficult 
time emotionally." 

z:^":^_^"?: ^^^^ P^Jerit sperit as much time as 

^ P<^ssibje outside the home. The childreri riot only had tbj cope 
with the patient's upsets arid ididsyricrasies but lacked the 
support the vt^ell parent might have provided in^ dealing with 
their own problerns of grdwirig Up. "Iri such families," say 
Clausen an^ Huffine, "childreri expressed bitterness toward 
both parentiv'' t /"^^ _ 

Children whose mothers were mentaly ill hadlpapScularLy 
difficult times. In the few^^ instances w^Refe fathere^ere sup- 
pdrtive and sympathetic, the children wer&^etter able to cope 
with their problems. It was, however, tEe wives of. male- pa- 
tients who most often showed the strength ^nd competence 
necessary to provide firm regulation and warm- support for 
their children while still coping with the needaand pro&lems of 
their ill husbahds.: Children of mentally ill mothers, especially 
those in the rriiddle class, may sometimes- have. found support 
and help with their problems from^^teachers and friends: 
- Tiie_ evidence suggests, sayj^ausen arid Huffirie, that^^Lil- 
dren of-^schizopfarenic motherl^ere more likely to deal wit)ji* 
their farnily. problems by turning outside the hdrile fdr respond 
and intirnacy;. others rebelled, quit schddl, theri eritered the 
service _or_ drifted: Children of affectively disordered parents 
were more likeJy "to throw themsel^^s iritd their schddlwbrk,'* 
nota'eiausen and Huf fine: "A mariic-depressive father might be 
a terror to live with at some times, but at other times he might 
be seen as 'a knight in shining armor' to use the words df one 
1^ of the grown sons we interviewed." Unlike the (recUrreritly 
! symptomatic schizophrenic parents, a depressed^jr^rnariic 
parent might function very effectively when not troubled by 
symptoms. ; 
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. Whatev^ jelse_ the. children of mental patients experienced, 
they all were profoandly uncertain about what was happeriirig 
to them: "Conflict and xecrimination frequently pervaded the 
family life space: With no explanation from a trusted caretak- 
er, those children fortunate enough to have siblings seem-pften ^ 
to have clung to each other for support and hope," the investi- 
gators note: _ _ „ _ _ _. ^ 

Many hot only survived the ordeal but achieved-_V'-a_sense^Df 
competency and maturity far beyond what would norinally ije ^ 
expected at their ages." As with so manyr other childhood exper 
riences, this achievement was Usually possible only where tire 
well parent or anbth^ -close relative gave the child suppori 
Among workihg-cla^s families, adolescent daughters sometimes 
took over the mother s role, caring for younger children atid 
doing the housework and cooking. Some of these daughters 
took their responsibility in stride aftd were even, ,at times, 
resentful at having to give Up their autonomy when their 
mothers returned. Others, however, felt they h^ lost their 
childhood. __ _ _ ^ ; • : , 

Despite "great. hardships and uncertaintie^^^^any children 
with close relatiojiships with brotherstand sisters and support 
from their well parents Had warm feelings and pleasant mem<> 
ries about their family life. Whichever parent was mentally ill, 
'children are more Likely to retain a warm relationship witl^ 
the mother," according la Slausen an3 Huffine. They say ^at 
this is especially true of daughters, "'Relationships between 
children and both parents are predominantly warm only in 
intact families of male patients." /<' ___ _^ __. 

Children of parehts who eventually separated were _much 
more likely to leav| horrie perrrtanently before ihey were 18. 
Early''departures were most frequent in working-class families 
where the mother was the patient; more than half, of ..these 
children left before they were 18. The number of children who 
remained with their parents past 20 is equally impressive, say 
Clausen arid Huffine. It happened rnost often in intact fanailies. 
"Several of the rribst deviant and disturbed; of the children" 
remained past age 18, either because it was convenient to do so, 
or because they were intensely dependent; some of these^de- 
pendent young adults were also strongly hostile toward their 
parents. 
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The Future 

^ . . i . . _z . \ - . \ 1 . . . . . . . " ^ . . , 

A3 for the future lives of these children, one aspect that can 
predicted is ti r vvrrk careers, which depend largely bri 
their performance ill school: Clausen and Huf fine ribte^hat, in 
the population at large, softai status has been shbwri tb be the 
"most poj^ent influence'^ on how well a child dbes in school. 
And so it was with the chiidrej3^ patients in their 

study.: Among those wha were over 18, 78 percent frbm rriiddle- 
^ class homes graduated from high school, while only :55 percent 
bf those from working-class families earned high school dipl(>^ 
mas. A few children, mostly from middle-class families, attend- 
ed cbllege; a few had graduated by _the time of followlip. Social 
class was also related to the influence, of an intact family oh 
the children s education. Working-class xhiidren whose. parents 
separated 1^ ft school earlier than those whose parents stayed 
together; thi? difference was not found in middle-class children. 

As in most _famjlies^i^ ^the general pdpUlatibri, children of 
nonschizophrenic parents, exceeded their parents' edilcatibnal 
attainment. But children_^of schizophrenic parents reached brily ' 
the level that their parents had reached. The children bf schi- 
zophrenics also dropped_out of school earlier than did thbse bf 
nonschizophrenicsj this pattern was especially apparent arribhg 
middle-class children, who would have been expected to contin- 
ue in school longer. ' > ^ 

Clausen^ and Huffine speculate that growing up with aSnerf- 
tally ill parent may be even more difficult than th^ir evidence 
suggests. Their data came largely frdrn parehts, '*whb naturally 
wish to give _the best possible account for themselves." The 
turmoil and trauma the children encountered in these farriilies 
were probably greater than the parents realized or were willing 
to recall. It was evident, say Clausen and Huffine, that many bf 
the parents "could not pro^^ide role models for competent per- 
formance and emotional control." 

While eiausen and Huffine were left with rib dbubt tliat 
parental mental illness often impairs a child's nbrmal develbp- 
ment, the problems^n these families are riot Uriique. As they 
point out, many families face conflict and disruption, many 
parents abuse or neglect their children. 

^^J^ ^^^^^ ^^^^y leaves riiariy questibris' unanswered, the 
evidence that ClaXisen and HuffirieMd have attests 'as much to 



the -resilience of the developing child as to the deficits that 
parental r^^ntal illness may entail for the child." 

Labeling dnd Stigma / 

Mc»t patieats in Glausen^s study . did hot suffer seridUs jong^ 
term consequences simply because they had once been labeled 
mentaiiy at Nor were their symptoms less seridUs or more 
Sl^abile^befbre^ihey-were fecognized as mentally ill. These and 
^ther findings tend to discredit a theory that has influenced a 
good many social^sciipritists in receht yeare. Offered as an alter- 
' native io psychological and psychiatric ihterpretatidns of 
mental ilb^ess, "labeling theory"^ emphasizes social dver intra- 
psyciiic or biological processes. Labeling theorists assert that 
social response to deviance not only perpetuates mental illness 
but causes it in the first place^ 

' 'Does Labeling Cause Mental Illness? 

- - — . _ _ _ _ 

According to labeling theoi^, mental illness begins with 
qiinor deviations f>om culturally defined expectatidhs. For one 
; reason ^ .anotfjer— organic illness, stress, mischievdUsness— 
we aii br^ak-the small rules governing behavior. These rules 
are so. inconsequential lhat we take them for granted (making 
eye contact with someone we^re speaking td, fdf example). 
When we break the rules, those around us usually just refuse 
to acknowledge our behavior or find some plausible excuseJor 
it: Most of us stop this '-deviance** before it gets us into trouble. 
But the person destined to be foUhd mentally ill someho^gets 
caught in the psychiatric net-— because those around him get 
irritated and are sufficiently powerful to force him into treat- 
ment, or because the deviance is too publicly visible or trouble- 
some. Once a person is diagnosed as mentally ill, says labeling 
theorist Thomas J. Scheff, he is "launched on a career* of 
chronic mental illness. , : j: 

How this comes about is qUite sir ')le in Scheff s formui^ion. 
He assumes that, aszchildreh, we iearn ster^typed imagery of 
mental illness— tl^lSS:^ of cfaziness---and this view of the 
mentally ill is re^fi^^^BBf w<^-grow older: -the role of mental 
patient is weiwil^^|ia widely recognizei The person so 
labeled tends to a<^rdUtnhe part: He accepts the role because a 
crisis has made him vulnerable to suggestion. He is encouraged 

) 
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to contmae playing it by being rewarded when he does and 
punished when he doesn't. 



fhese families rarely m their members 
as ''crazy. " FnquenHy, a spouse would 
point oM difTerences lii^ or her 

hospitalised mate and other patients who 
are really'' mentally ill 



- — _ . _ _ , 

Clausen's research discredits this assertioji that the label 
itself causes a person to act in ways expected of the mentally 
ill Patients in his study exhibited psychotic symptoms long 
befor^s^t^r families consider^ the possibility _of_ mental ill- 
ness.- TheiV behavior caused the families tremendoas conflict. 
But the families cast about for other explanations for the. be- 
havior. '* We have dvei^helrriihg evidence," Clausen say^s, J/that 
syiBptomatology need not be labeled mental iUness to become 
stabilized and reach its most florid manifestations.'' 

The ''florid rriahifestations'' of symptoms may, however, be 
fed by the stigma mental patients felt, Clausen says. He and 
others have pointed out that all societies set the mentally ill 
apart, assigning them roles that clearly distinguish- them from 
seers and prophets. Modern-day urban America is So exception. 
At best, social response to the mentally ill is '/negative ^d 
derogatory," and at worst, "punitive and utterly rejecting:" 
Even to -consult a psychiatrist in this society -Ms to threaten 
one s public identity as a responsible person.'' The labeling 
calls into qaestioru the person's ability to control himself and 
his relationships,_according to Clausen. But labeling does not 
ccEw^e menial disorders: 

' -Clausen's families rarely saw their members as "cr^y," de- 
spite t ha confli. and hostility engendered by the patients' 
syn-.>Loms. The spouses' perceptid of the symptomatic behav- 
io :.imply did not fit a stereotype of raving madness. And those 
p otions did no'< change once a diagnosis was made. ''One 
fri r,Hy nnos .\ spouse pointing out differences between his 
or her hospitalized mate and other patients who are 'really' 
mentally ill," say Clausen and Huffine: Patient and family 




' • '. :r 'ir^HN CLAUSEN- ."- . '^-'^^-'fj^' ' '^K\r 
sp^ .bf ehioifcnal }X^^r disorder, til- ;|^ iCe^ 
n^fe^n^fe sler^tyw'^ mental Jllne#;^iffi^V ,fam^^^^ tne^/ 



cje^piir^^y to d^^^ ; ' : - 

tk^j^^^^i^}^ . ____ : 

r^&^tiehts returned home and went back to 
,^^,|h4y an<J their wives were very .much attuned to 
^.^^.Jief^S'of stigma. Few former patjents actually experi- 
enced 4l on the job- "Indeed," say Huffine and_^eiausen, "most 
men either perceived no change in their relationships with co- 
workers or found their colleagues to be sympHthelic or concilia- 
tory." Only a few felt overt hostility from coworkers. ''Appre- 
hension andjack of cbhfiderice were cortimon in. the early days 
of return to work, but ability to perform in the job dispelled 
selrdoubts/' _ ' : ; : , : 

Arnong-niale patients first hospitalized jn the fifties, those 
■ wiio remained free of serious syrnptoms continued in -their 
i^brk careers without major setbacks. Huffine and Clausen 
'• report ihat nearly half of the schizophrenic .men from^the 
fifties' group have b^en r-^latively symptom free and have been 
'4,stably ernployed' at a level equivalent to or higher than that • 
enjoyed before hospitajizatibn. 
^eri who continued to experience symptoms as^ the years^ 
^ ^.went by more often were failures on the job. They were also 
younger tha^^ -the successful: men_at the -time of their first 
episode of iilness, and they had been symptdmatic. for longer 
periods before they entered the hbspital. But "even continued 
-symptomatology of significant prbpbrtidns is not assurance of 
downward drift" in the. work careers of these;men: ♦ 
The most DOwerfuL factor that seemed tb determine whether 
a man could continue working and taking bn responsibility was 
his job performance before the breakdbwn. Those who had 
established-lheir corSpetence before, they were hospitalized 
stood "a -good chance of sufyiving ti;ie ravages of prolonged, 
even seVere symptomatology," according to Huffine and Clau- 
sen: -^zi- 

Cbmpared to the -husbands of female patients, the former 
male patients had- been on their jobs somewhat longer, held 
jobs of at least equal status and responsibility, and felt better 
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about their work; ifewer m fbrmer patients than husbands of 
female former patients Were unempioyeS.at foUowup. 

One man who has remained as symptordatic as when he was 
^^^^^J^^^P^^^l^?^^ continued to hbfd a responsible profession- 
al job over ihe years. He still lives with his\pafanbi^ fears: 
Clausen say^ ihatche/ may be a case bf the "old, trim paranoid 
who, operating out^da that delusidri^il system, can do whdtevef 
he has to do." He does w^ll on the Job, He keeps his delusibns 
in. check when he s away from^ home. But the mbmeht he^^ 
returns, his litany of persecution nnd abuse resumes. Aribther 
patient diagnosed as manic-depressive has, when fUnctibriirig, 
been his cbmpanys top sal^aman, Clausen reports. LithiUni 
treatment h^ kepi his symptoms in abeyance in recent years. 

Wh e r e La be ls Co u n t 

■fc 

Huffine and Clausen believe thai being labeled mentally ill 
does hot, in and bf itself impair work careers or social relation- 
ships. The stereotype bf mental illness held.by most members 
of society is so extreme that it: rarely fits a real mentally ill 
person. They cite the work of Walter R. Gove, who h^ noted 
that although '-the public holds a highly negative sterfiotype of 
the mentally ill, there is little evidence of actual diacrimina- 
tion.'' When an employer and coworkers have known a person 
for some time before an initial breakdbwh, the popular notions 
of what it is to be mentally ill simply db not square with their 
personal knowledge of this particular person who has^ been: 
mentally ilL 



The stereotype of menial jss hetd 
mosl members of socieiy is so extreme 
thai it rarely fits a . real mentdtty ill 
person. 



One cbri text where Huffine and Clausgn not^hat the label, 
mental illness, can have a powerful effect is the psychiatric 
setting. Most of the pbpulation is not schooled , in what 
expect from mental patients and how to interact \^ith tlitoi; 
y say; 'T^ychiatrists, psychblbgists, social worke^^s^^jrie^ 
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health researcht»rs; these are people who have learned a pat- 
tern of iateraction i7^:'a-i'i^' the mental patient/' Th are the 
people vJho can be expected to give undue weight to the status 
oi* being a mental patient in interpreting the? patient s behavior. 
"Being a schizophrenic in a hbspitdl is verj -differerit from 
bemg a nurse or a doctor or even a rnanic-depressive/' they 
note. Labeling is important, they say, only to the extent that i,t 
is taken seriously. **And its; taken seriously by psychiatrists 
primarily." It is in the hospital or -clinic that the cdUr^b and 
consequences of mental disorder can be m^^^ wdisie by the 
label. Wrong diagnosis, preniature classification, reified beliefs, 
together with institutionalizatibh, can cause 'the patient more 
problems than the initial symptoms had. 



A MODEST PFlESiSRlPTlON ' . 

Despite, the care John Clausen has. taken^ with his study of 
the families of mental patients, the_research does have limita- 
tidhs. Because minority group members, were systematically 
excluded in both the lOBOs and IBTGs samples, the study results 
may hot reflect their experience: When he began the study, 
ClaUseh was exploring uncharted territDry. He wanted the 
sample of families to be as large as possible without being too 
large to preclude intensive and .^prolonged interview^ing. The 
sarriple also had .to be as homogeaeaus as possible, without the 
.V .cbhfdUnding effects of minority -Status. _In addition to t^ese 

' vcdhsidefations, there were no minority group members on the 
laboratory s staff to conduct interviews and contribute to the 
analysis of the data. The same factors, plus Clausen's desire to 
keep the samples as comparable as possible, made him decide 

' to exclude minority families from the new cohort,, _ ; 

The lack of formal comparison groups also somewhat limits 
interpretation of a few findings. The rhildrenis educational 
achievements and emotional problems, for exanaple, might be 
compared to the sarrie characteristics in children vath similar 
backgrounds whdse parents di JB^ iireak down. But such a 
onttbl group would shar^n ^^^fcearchers' answers to only 
mi or two questions. Each ^^^^R^^^^^.^^ might require a 
separate control group. ^^^tIP^^W^^ possible to select .a 
group of "noVmal" famiiies jnatched t^he R^^".^' families ir) ^ 
all reacts— and Clausen. believes 'that woij|^^e impossible— Vf 
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the cost of the study would double, while the usefulness of Wie 
findings would be increased only slightly. Despite the lack of a 
■ ^^'^"^ii^^^^P^^^^On group, Clausen and Hufnrie are comparing 
^.^.^y* ^^^^^y ^^^^ research fihaings, particular- 

ly th^f^om the long- term study of normal develbprhent that 
ha*:|^fl^ojng on at Berkel^ Institute of Human Develbp- 
ni^n^fr-'fi^lf a century: Gthpr .compar are being made 

betvCl^tMl subgroups of faniilies. it^ the study---schizOphreniGS vs. J 
nbnschizophreoics, bizarre vs^mild symptoms, male patients vs,J 
^ female patients,- old vs! young patients, and middle-claSs vs.^ 
working-class families. 

Clausen's study_remains among the best— if not the best— of 
its^kind done to date^fLis possi^^fe' that; because of the huge 
amount of time and money_that wOuM be required, no better 
study can be done. Furthermore, it is hard to imagine it possi- 
ble to find another investigator who could-bring to the work 
Clausen's: conibination of Work habits and personal traits. His 
scholarship is thorough, his methods rigorous, his .attention to 
details abbut his subjects tiriusual, and his patience apparently ' 
endless. 

— ' ' \ ^ ' ' ^ — 

\It appears that ho one how take^ the 
time to meet with the wett spouse ahd 
the chitdren, Jjo assess their heeds for 
information and guidance. With att the 
tip service to community mehtdl health, 
we find this a distressing state ^f af- , 
fairs. ^' 



- Whaf^tjas ClaUseri learned ^but the families of mental pa-'- 
' tient^s after afi these years? First a|all, he s learned that in the 
-^•face bf-tremendous difficulty mariy'*bf tliese families ^hoNv^resil- 
iervjy and a tehabious will to make the best of^what lif^ has 
handed them^They Isar-ned to cope, Some wives of mate pa- 
tients and some children^ were. especially remarkable in this 
respect. Second, he has learned of t|e Jimited choices that some 
^P| tient§, particularly the u^omen, had available; many of the 
schizophrenic women seemed especially prone to marrying on 
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y^,, Often selecting' husbands who were ^^'^ PP°!^; 
tive of them and their children, but cruel as well. Third, he is 
dismayed by the lack of attention paid , to the family even 
tSy "lt appears." say Clausen and Huffme, "that-o one_now 
takos the time to meet with ^he well. ponse and the^i^dr^ 
to assess their needs for inform.ption and RUida.^ With a 1 the 
Hp iSe to community mental health, we finrthis a distress- 
ing state of affairs." j . fUi^b 

Clausen believes that few psychiatrists have learned to U^^ink 
in terms of their patients' ongoing social systems. Too majy- 
are preoccupied with narrow aspects of psychodynamics He 
SLG psychiatrists should not ot^ly take the ^patient s famj| 

into account, but actively ^^^^ '"^'^T'r^'^.^^io^ 
they should "drop in on the children and tajk with them to get , 
some feeling for their degree of upset, and need for help, in 
. the families that Clausen and his colleagues studied, thece v^as 
■ no evidence that such a visit ever. Occurred. ^ _ : : 

' Many of the patients and families expressed extremely nega- 
tive views of feychiatry '^l^^n the interviewers^talked 
them 15 Jo -40 years after the first breakdown They Jelt ^ha^ 
daring the period of crisis, they had no alternative bat to 
depLnd upon'me.tal health professionals.-Neverthel^ says 
Clausen ''rriaHy of the husbands and wives do not feel that 
Sey Sre really heard " Many felt that. by^ contrast, the; iritjr- 
l^ers ^hb had first talked with them for the research proj^ 
had been symfathetic and had listened well: Clausen hinks 
the memory of these sympathetic interviews was one reason 
tK mmilies agreed to be interviewed again recently, even 
■Iherl they wis fed to forget about the crisis that had occurred 

SO many years before- ' , , r ^ 

"pJaps our -esearch can speak to mental health^workers 
In at^y that the husbands and wives of patients f^el they 
have been unable to,^says:Clausen. H^Ms the impression that 
r4re naw,»ay be s(apewhat less tension betweejv the family 
Ind hipS than tfe Was 20^.or 25 years ago. Thg problems 
SS iJexist treatment settings today win b|^ examined in„ 
. the late stesV Clausen and Haffine^s data analysis^^^^ ^_ , 
The researchers have a few words of advice to families that 
• mSiSncSuntering rpental illness 'for the {ir| U|g ^o^- 
^ouse is concerned abbU.t the.oth^r^ or she «hoa^^ 
n- Jscuss the problem and try^ to convinc^he troubled partner t| 
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*'f^;.^^'"-'^""P'*:" «h0Qld shop for a psychiatrist Who mil 
agree t*t^ee them both and one with whom the disturbed 
spouse f^ls cdmfortable^ If the patient sees a psychiatrist as 
too threatening, a trusted physician should be consulted. And if 
hospataUzation is recommended, the best choice would be the 
psychiatric ^service Of a general hospital or another, similar 
'^^^y 'n the corHmuriity. 

^_Children shOuJd be told as much about what is hSppeniHgas 
they^can understand. Young children might be told that the 
hospiia^ized parent was upset, needed rest for a time, and 
would be_back sOon Older children, wbo may have witnessed or 
participated in coaBict, need more thorough explanations. If 

S?£t"f '^''"■^ overwhelming%xperiences 

niight:be used as an example of how problems can get the best 
c^^pepple^at times: Clausen and Huffinfe strongly advise agaSt 
. telling ch.ldren^^that their parent has a physical illnefs^^r 
even using physical illness as an analogy. Mt the very least, 
children^should be toki that all the screaming andshoutfng and : 
threats in the. home^hefore hospitalization were brought about 
-by emotional upset. The children should be made to understand 
that tb«y wei^n;t responsible for it." 

,Children often^bave the' most problems when their parent 

ThI K^'. ^"^'"^^ ^'^"^"^ has some doubts about 

' J^^^^f^^^^y t^^^"^ children. Or whether to warn^them. about 

thev JL ,H ""f ^'^'''i: suggest to the children that 

they ^s>ould act as ,f nothing has. happened? One would hope 
that they^would^ct as they would if their parent had been in a 
tZS ^^'^'^l^^- But if the parent is still sy^f^ 
tomatic, the children must be protected .without being alienal 
eA_ He suggests^that the family might have a quiet reunion- ■ 
S^ff "^l^ ^'^^ someone were cOming home,from a ^fA 
ho^p stay o^ any other kind. ''There s so much apprehension M 
that li s ii^portant just to be t^j^ether and do sOmethihfe." 

inFlln" '^^'^'^^ '^^ '^'^^^"^'^ important factc^-ih help- 
n^xhildren deal- with mental iMe..-indeed. in keeping th^ 
famdy^functioning-^is the b^^vior.of the well parent "If the • 
other^^r^t is_ so^ocked in hostile interaction with the patieiit- ' 
then the cost fo#ids is really treSendous." A warm, syS ■ 

'^^^ ^ ^ Patient, hold a family ' 
together, ai^i.^pare children from the ill effects of mental 
dfsorder in a parent. At the moment, it appears that these well 
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parents get little or no Help in meeting such extradfdinafy 
demands from mental health treatment teams. 

Notes 

(1) It was often difficult for Clausen's group to be sure that 
their original specifications were met. ''Some patients, for ex- 
ample, turned out _to have had treatment earlier, even though 
the hospital record showed them as first admissions, and the 
spouse 8 id not report earlier troatmerit jintil we had cbriducted 
several interviews," Clausen explains. -This was especially true 
if the earlier episode had taken place during iniiitary service or 
prior to marriage. Also, bccasibrially organic cbhditibris were 
misdiagnosed as severe' psychbrieurbsis or schizophrenia." Some 
patients were included in the study sample even though they 

• were over 50, And some turned bUt to have severe drinking 
prbblerris, even thbugh these were not initially reported- as 
long-term prbblems. ClaUsen notes that "since many acutely 
disturbed patients with functional disorders will go on alcohoHc 
binges, it was sbnietimes difficult to know .whether we were 
dealing with drinking as a sjEpondary-syniptoni that had recent- 
ly developed or with patients who had long had problems with 
alcohol." - ^ 

(2) Psychiatric diagnoses tend taxhange with time, location, 
and purpose. Those made in treatment settings, for example, 
are less systematically based-on explicit criteria than are those 
made for research- purposes, where homogeneous di^gftbstic 

Foups are important Dr. Sluzki used dia^ostio^ criteria estal> 
ihed m the internatibnal Pifct Study of Schizophrenia. > -_ :> 
(3) After they were well along with their interviews bf the 41 
jiew faiiiilies, Clausen and Huf fine learned that twb patients 
had previously been hospitdiized. Data on these twb patierits- 
famiiies will be excluded from: all analyses of the process bf 
recognizing and defining mental, illness. As explained in note 1 
above, several patients in the fifties studies were either too old 
to meet sampling' specifications br had evehtUally been diag- 
nosed as having ah acute br chrbriio organic disorder. The^ 
researchers included thcjpe patients in their followup taileterr 
mine at least the patients' present status. The 25 who -did not 
meet sarriplihg requirements were^^^tped frora-the analysis of 
data, hbwever. The propqrti^^i^^ of schizoph- 

renics in the follow^g ^ggj ^^^WPy diie to the inclusioijt of 
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Sampson and Messiriger's sample, made up entirely of schizo- 
phrenic women. 
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Recent research confirms and extehdis earlier findings of an 
important hereditary element in both groups of mos| seri- 
ous mental illnesses— schizophrenia arid depression. 

Consider schizopjirenia: 

• The rates of scHiziJphrenia arridrig the parents of schizoph- 
renics have l>e€ri found by a riurriber of irivestigatbrsV cited 
by Natibrial Institute of Mental Health psychbldgist David 
Rbserithal, tb ruri as high as 12 percent. Amdrig the brothers 
arid sisters of the p^tierits, the i^tes are somewhat higher: 
Iri the gerieral population, the rate is 1 percent. 

• Whert tha children, of ^chizopfirenic parents are raised by 
normal foster>parents, a^ greater proportion of them, as com- 
pared _ with foster children whose own parents were not 
schizophrenic^ become schi2;ophrenic, too. 

• For identical twins, who have theLsarhe genetic inheritance, 
the chances are about even that if brie twin becoriiesvschiz^ 
phrenic, the other twiri will alsb. Wheri this happeris, the 
twiris are said tb be cbri^^irdarit for schizdphreriia. ^ 

Nqw look at the majdr depressive illnesses:4,^ 



♦See note at end of chapter. 

: f 
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• ^Htrong genetic element in depression Has been document- 
ed in naniemus studies of depressed persdhs arid their rela- 
tives. For_instance,Eliiot S. Gefshori. a National Iristitute of 
Mental Healths psychiatrist and geneticist, arid his asso- 
ciates examined 524 rejatives of people in Israel with psy- 
chotic depressipn. Of these reiatives, 1!) had some form of 
major depressive illness, as compared to 4 out of 019 normal 
controls. In other w^ords, there was aboat_10_times as much 
depressive illness within families of depressed people as 
withiri families that were j^not depressed Aiao, depr^sed 
patierits had about eight times as many relatives veith mod- 
erate depressibri and eyclbthymic personality in which perjr 
dds of depressib^i arid elatibri occur regardless of external 
circumstarices. Hbwever, pebple v^hb t_end to be a bit moody 
and depressed are fbUrid rib more frequently among the 
relative^- of people with mood disbrders than among the 
relatives of controls. 

• If one identical twin has a psychtitic depressipri, the chance 
that the other twin also, has it, or eventually will have it, 
ranges— varying with the study— from 60 to 90 percerit br 
even higher. i:^^?^^^: 

STUDYING HOW HEREDITY WORKS ir^^^^pHRENI^^ 

Granted that schizbphreriia and de^^s^^^ave a large .ge- 
netic eleriierit, hbw cari it be expIained?^WTOfr mechanisms are 
irivplved? Arid hbw does One^. explain the other diseases in_what 
Rbserithal has riairied 'tHe "schizophrenic spectrum"? These in- 
clude, iri^'additibii tb^^p, psychosis itself, borderline schizophre- 
riia, pararibia, arid scfiizbid personality disorders, such as over- 
> sensitivity, seclusiveriess, avbidance.of close relationships. 

From the standpoint of the number- of genes involved, there 
are two ways of explaining heredity's_contribntion. One view is 
the monogenic theory: All the disorders in the schizophreriic 
spectrum are influenced by a single gene. The extent to which 
this gene is expressed in a person's behavior depends upon 
environmental factors. Where there is very_severe stress, the 
genetically ; predisposed person becomes, . accbrding to this 
thebry, schizophrenic. Where the stress is much ligKer, he or 
she becbrnes the borderline schizophrenic, the paranoic, or the 
schizbid. Where the stress is still lighter, the person is normal. 



If the single K<^*ne were dominant, the rate of schizophrenia 
among Ihe parents and children of schizophrenics— assuming 
that only one parent carried the gene^wbujd be 50 percent. If 
the gone was recessive, the rate would be 25 percent. noted 
earlier, the actlial rate in fafnilies where there is schizQph^^^» 
is much lower than eRher of those figures, though "^^^fTP^^^ 
than the rate Tar schizophrenia in the general P<^Ptilati<:^^^ 
the* basis of studies cited by Rosenthal, the rate amdrig^ChilS^nF 
with one schizophrenic parent is 9.7 percent; arridrig children 
with two schizbphrehic parents, it is almost fdiir timeb as 
great— 35 percent. If a recessive gene is irivdlved, the latte^ 
figure should be 100 percent; if a ddmiriarit gene, it should hi 
75 percent. 

/ 

. . . many invesligdlor^ hetieve iKal in an 
iitness (ts complex as srhizophrenia a ; 
number of genes must be involvecL 



it wiii be recalled that genes come in pairs, one member of 
jach pair having b^^S contributed by each parent. Assume that 
the Jiypothetical gene for schizophrenia is labeled if dbmi- 
naint and a if recessive and that both parents* are schizophrenic. 
Then, if t£e gene is dominant, Rosenthal points buti "the par- 
ent's jnating could be expressed as Aa x and the bffsprihg 
would be: 1/4 AA, 1/2 Aa, and 1/4 aa:. Only the aa children (25 
^rcent) would escape the illness. iC^hizbphreriia was eaUsed 
by a recessive gen^rthe parents wbuld be aa x ad and all their 
children would also be aa, and all vvbuld be expected to develop 
schizophrenia.") _ 

Such findings do- not .^ecessarily negate the single*gene- 
theory. Recall the- studiJfi of identical twins. When all the 
conditions that are apparently related to schizbphrenia are 
taken irtto account, the concordance rate rises frbm abbut 50 
percent to about 90 percent. r ..... .... 

Nevertheless, many investigatorg^beJieve that' in an illness' as i 
cdtnptex as schizophrenia aimmber ofgenes must be involved. 
Under their theory, both the apparently norrKal mother and 
father w)io prpdaced a schizophrenic child carry many of the 
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pathQiogLCiil genes but hot enough to be clinicaUy ill' them- 
selves; chance combiMtidhs of the genes, however, result in 
varioiis fiequencies of the illness among their children. 

A parent wiio is actually schizophrenic c^rjesmore of the 
pathoiogicai genes, and the likelihood that his chUdren will 
inherit enough of them to become sick will be greater. The 
median rate of schizophrenia among such children is, in fact 
almost double the rate for children whose parents, though pre' 
sumably carriers,^re Jiot sick themselves. Chance combinations ^ 
of the genes could also explain why some children are at risk 
for schizophrenia itself and others to less severe but related 
disorders. 

Psychiatrist Loren R._Moshef, chief of the NIMH Center fo? 
Studies of Schizophrenia, likens the inheritance of schizophre- 
nia to that of height or h^iligence. 'The§e are genetically 
innuenced,"_he explains, "but there is no gene for height and 
notie for intelligence. Multiplegenes are involved, and environ- 
ment has a tremendous influence: iou may be predisposed to 
high intelligence, but if you are raised with poor nutrition and 
in a poor erivirohment, you may not grow. up very smart." He 
adds: /mdness^ exists on a continuum, and people who are 
schizophrenic manifest things that we all have. It is ndt that 
schizopbrenics differ absolutely but that they have less or more 
of certain qualities that we all have to ^ame degree:" 
- Under the polygenic theory, a person may inherit a\f^e 
genea jnvolved in schizophrenia and thus be at risk for a^^ll- 
fl^^d psy-chosis or he or she may inherit only a few of the^ad 
genes and-thus be at risk for a lesser disorder, in^ach cas^he 
.trigger that sets off- the disorder is assumed to be enviroli^n- 
tal stress. 

Some, children with a schizophrenic parent not only: '^^airi 
well but even become outstandingly successful. Jon t:_kfia^on 
an American- pediatrician traih^ in genetics, studie^^ven 
r:^^^^^^^^ of descendants bf ah Icelandic couple born iS^'i 682. 
reported evidence-of an apparent stesbciation betw^eS what- 
J^er niake% for schizophrenia arid whatever make^^for oot- 
;^mnding aptitude. This coaple had a schizophrenic grandchild, 
,tr^^nd _schiz(>^ in each of the following gen- 

J^^li?^' "^"^^^^ ^^^"^ oLsuperipr equality have also ap- 

"individuals so placed in genetic 
-^^i^^ ^ genetic Carriers'. . . seem hot M 
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infrequently to be persons of Unusual ability, such ^^^^^^^^'^ 
society or creative persdriiS with performance records suggestive 
of a sufferibr capacity for creative thinking." J^ni^sict, the genes 
involved in schizophrenia "appear to have^ ^ survival value" 
except when they res^ 

JEdWard F. Poulks, a_ m^icM arithrbfRjlbgist, has advanced a 
aimilaf id^ Ih view of the AVQjldWide occurrence of schizophre- 
nia, He sugg^ts thati until pfe^ recently, this„ disorder furth- 
ered the course of: evblutib^fenuse schizophrenics had' the 



vision that enabled therh 
heavals after traditional met 
cites a renoy/ned wbrhah w) 




people cope with social up- 
d failed. As an example, he 
voices — Joart of Arc. 





Schizophrenia can be^iooked upon, Karlssbh suggests,. **as the 
price which the human race must pay for its superior mem- 
bers:" _____ _^ . 

The problem with fmdinga like those_of the study in Iceland, 
as Rbsehthal points out, is that child production requires two 
parents. The superior intelligence ^eer| in some offspring of a 
schizbphrehic may indeed be attributable rnainly to the genes 
bf the ^ick pareat. But it alscLmay be attributable chiefly to the 
bther parent. Moreaver, and most likely, it may arisMLfrom 
some cbmbiriatibri of genes irora both parents, Thei 
IK)Ssibilities have not yet been considered.^ 
the intriguing notion that genius and ma' 
genetic base. 

That the higher incidence bf schizophrenia 

the relati ves of patients than among people in 

that a vulriei-ability to this cbriditibri can be inherit;edi Whiether 
or not ah inherit^ disposition leads to the disegee depends 
both upon the extent of the vulnerability^.and^apon t^e amount 
of stress ehi:buhtered by the vulnerable individual. 

In the case of» menial illness, just what is it that can be 
inherited? .What chelriic&l and physiolbgical' processes are in- 
,>yolvfed? ' : ^ 

® *Gene& work by controlling b^hemicals: called enzymes. En- 
zymes- in tarn work by controlling the millioBs of biochemical 
reactions, constantly occurring in the body. E!pr the last few 
^•i^fcatrs, many research team^' Have been paying i^^icular atte^ 
tion to a certain enzyme called ^'moribarriih^bcd^^ 
VMAO." - 
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The function of' MAO is to break down one of the chemical 
substances, called ''neurotransmitters," responsible for the 
transmission of informntion from cejj _to ceU . in the Jiervoas 
system. The neju retransmitter of interest here is Jiorepiheph- 
rine. This brain chemical is closely related io epinephrine, 
more widely, known as ^adrenaline, the hormone that helps the 
body respond to stress. 

When a message is to be transmitted in the nervous system, 
ndrepiriephririe (or another neurbtrahsmitter) is released at the 
terminals of a nerve cell. The chemical enters the space be- 
tween two cells (called the ''syhapse"Land changes the perme- 
ability of the next cell's membrane. This change produces an 
electrical impulse that leads to the release of a neurotransmit- 
ter' at the next synapse, thus starting the process all over 
again. In this fashion, electrical messages are propagated for 
long distances: along thousands of brain cells, without loss of 
signal. Instead of causing cells to fire, the chemical message 
may heighten their readiness to fire or may inhibit them from 
firing. Man's actions and behavior, his emotional state, and his 
thinking are regulated through the sum total of activity at the 
synapses. 

After the transmitter has done its work, it must be quickly 
cleared from the synapse to make way for the next message. In 
the case of norepinephrine, NIMH scientists have shown that 
thie chemical is drawn Up again into the nerve terminals, where 
some of it is stored for future Use, an<d the rest is broken down 
by MAO. In other words, MAO's fUhctibh is to break down part 
of the supply of a chemical— one of at least several sUch cbm- 
pbUrids — responsible fbr the trarismissibri bf electrical messages 
frbm nerve cell tb nerve cell in the brain arid the rest bf the 
riervbUs system. 

Studies of pairs of identical twins, at least one of whom is 
schizophrenic, have led to a provocative^ finding about this, 
chemical. In both schizophrenic and nonschizophrenic identical 
co-twins, the level of MAO in the blood platelets is lower than 
in normal controls^ (The platelets are tiny protoplasmic ele- 
ments that assist in _th^ formation, of blood clots when needed.) 
The Jower the amount of MAO, the greater the severity of the 
illness: > ■ . : 
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A fRELATIONSHIP WITH DEPRESSION? - 

A further provocative finding by NIMH scientists is that 
MAO levels are. also signiHcarftly low^er than hbrmal in pa- 
tients with bipolar depression, more cbrrimbhly known as 
'•manic-depressive illness" (though some patients manifest 
either mania or depression, but not both). The levels were also 
significantly lower in the close relatives of these patients— 
siblings, parents, and children— even among those relatives 
who apparently were well. 

Gdnceivably, the low level of MAO in the blood platelets of 
schizophrenic ^nd_ manic-depressive patients is ah 'indication 
that something has gone wrong, or may go wrong Under certain 
ednditiohs, at the synaptic junctions between nerve cells— vital 
elements of man's information sys_tem. ^ : : _ 

Researchers once considered it possible that a low MAO level 
would prove to be the long-sought biological marker, an abnor- 
mality indicating that a person carrying it w^as either psychotic 
or very likely to become so: With the discovery that a low level 
of the enzyme^ is a widespread characteristic of apparently 
healthy relatives, of i patients, this possibility seems to have 
vanished. In a patient's relatives, though, a Tow MAO level may 
serve as an iridicator of increased vulnerability to mental ill- 
ness, a -possibility that remains to be studied. 

Ihtriguihg research problems now are how and w^hy K^AO 
levels are reduced in people with schizophrenia or mariic-de-' 
pressive illness; what role, if any, MAO plays in these disor- 
ders; and how, if at alU these psychoses are related. Adbptidn, 
twin, and family studies provide no evidence of a relationship 
between the two major psychoses, but clinical studies do point 
to some similarity in their manifestatibhs. Specifically, -the 
symptoms in one stage of mania are bfteh indistinguishable 
from those of acute schizophrenia. Mbrebver, the major tran- 
quilizers have antipsychbtic prbperties that are -'effective not 
-only in man:y cases of schizbphrenia'but alsa in some cases of 
depression. On the other haild, lithium cai;bonate, which seems 
to be a specific for the treatment of manic-depressive illness, is 
not effective against schizophrenia: _ iii. il z i , 

■ NIMH investigators suggest this possibility: Whatever heredi- 
tary element determines the level of platelet, MAO may also 
determine in part the likelihood that a. person will display 
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some type of psychotic behavior, with other genetic factors 
determining just which type it will be. 

Ellibt S. Gershbh is bne of those investigators who believes 
that schizophrenia arid depression are basically difrerent disor- * 
ders. Nevertheless, he tells of a rha^ who had ari apparently 



He became antisocial. He had recUrririg episodes of psychotic 
behavior, followed by check forgery arid displays of aggressidri. 
He seemed to be a classic case of schizbphreriic deteribratibn. 
Yet he responded to lithium. Mbrebver, his sister developed 
mania and depression, arid she, tbb, respbrided tb lithiurii. Ger- 
shon sees the experience of these two as eviderice that a persbri 
may appear, on the basis of clinical evideiice, tb have brie riiajbr 
type of psychosis, whereas the biological or pharriiacblbgical 
evidence indicates that basically he has the other type. 

There db seerii tb be iriterrriediat^ forriis. A i>ersdn may have 
a riiixture bf syriiptbriis— soriie depressive, some schizophrenic. 
Such cases bccUr iri fariiilies with schizbphreriia arid also in 
families with depressibri. 

There is also_ the case of a fairly prominent family — in the 
entertainmerit field, say— iri which either depression or schizc^ 



phreriia appears iri almost every generation. The most recent 
case is a boy with mariic-depressive illriess. His parents seem 
well, but he has ari aurit with the same disorder. A woman in 
the fariiily has. a cbriibiriatibri of depressibri and hypbriiariia. 
One of her sbris, thbugh, is a classic schizbphreriic. Other cases 
bf schizbphreriia have bcctirred. Dbes this fariiily carr^ genes 
for both schizbphreriia arid depressibri? Or are the biblbgical 
bases of these disorders similar? OUr ^risserit kribwledge is tbb 
meager to provide an answer. It is known, though, that riierii- 
bers of the family have made a number of cdrisariguiriedUs 
marriages. The closer the family relationship of the two pef- 
sons in such marriages, the greater the likelihood that deleteri- 
ous genes will find expression in their children: 



OTHER RESEARCH ON THE BIOCHEMICAL SASIS OF 
DEPRESSION : 

Iri^ wbrk uridertakeri riibre receritly than that bri MAO^ an 
erizyriie kribwri as "cathechbl-O-riiethyl trarisferase'\ (COMT) 
has beeri iderit.ified as a pbssible biblbgical marker. COMT is 
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responsible for the first step in breaking up bibchernicals essen- 
tial for the transmission of electrical signals thrdughdUt the 
nervous system. Thus, its function is similar to that of MAO, 
«/hich, as described earlier, has been implicated in the ^^ak- 
down of one of the neurotransmitters. 

Gershon and an associate found that COMT Activity was 
significantly higher in patients with psychotic depression tfiari 
in normal persons: Usually, it was.also sigmficantly h^^her in 
patients than in their nondepressed relatives— a finding which 
seems to stamp it as a better., investigatory tool than MAO. 
Further, COMT activity is inherited, but whether or not the 
genetic factor is th.e same as^ or closely associated with, the 
genetic factor in depression is still speculative. __ 

Attempts to define the nature of the genetic predispositioh to 
depressive illness also include the search for "linkage" between 
the genetic factor and chrdmdsdm 

_ A "^romosome" may be-yisi^^alized as one long line df genet- 
ic information. Each bit of the line is the code for a particular 
function— not necessarily related to the fuhctidh of the adjoin- 
ing bit. Bits are known as loci (plural of the Latin /ocU5, mean- 
ing place). A biological marker is a locus that can be identified 
at any specific iX)int along the chromosbme. 

Distances from one locus, to another can be mapped by the 
extent to which inheritance of a characteristic at one locus is 
associated with -inheritance of the characteristic at another 
locus. For example, if a person with one kind of color blindness 
turned out to have the same blood type as the res^t of his or her 
relatives wha were color blind, the geneticist would infer that 
color blindness_and the blood type apparently associated with it 
were controlled By loci— actually, by the^enes ckrcupyihg thdse 
loci— which were very close together. Either characteristic- 
blood type or color blindness— would serve p a chrdmDsdmal 
marker, an indication that if one was present the dthe'r prob- 
ably was also. The characteristics would be considered 
"linked." ^ _ : _ : * „ ^ - ^IC 

In one major type xif depressive illness, an association with a 
type of color blindness iias been found. The. psychosis is manic- 
depressive ill neSs, or bipolar depression.: Ojut of 10 manicHde- 
pressive men in a recent study, all turned out to be cbfor blind. 
However, the available information is as yet too slim to -say 
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whether or f.of the locus Tor col(^r biindness can serve to identi- 
fy the location of at jeast *bne gene involved in depression; 

The locus for tfiB type of color blindness under study is on 
the sex chromospme ^; Since a man has only one X chrdmd- 
some (his other jse^x chromosome being Y), any characterrstic 
such as color blindness governed by the X chromosome will 
show'up. In a woman, though, the same characteristic may not 
show up because she hasL two chromosomes; And the second 
of these may have, at the same Jocus as the one for color 
blindness in the first, a dominant or iiounterbalancing charac- 
teristic. Or it may not have: Researchers must take into ac- 
count the intriguing fact that more vs^omen thgn men are af- 
flicted by depressive psychosis. The ratio of female to male 
patients has been found to be almost 3_ to L in the case of pure 
depression— known as "unipolar"— ani^imost 2; to 1 in the 
ca^e of the bipolar illness. These ratios are compatible with the 
hypothesis that a disposition to the disorder is indeed transmit 
ted by the sex chromosome AT, but other findings are not: The^ 
difference in prevalence between males and Jemales, NIMH' 
^c^entists suggest, may turn out to be caused by differences 
either in environmental conditions or in. factors governed by 
chrpmpsorhes other than the sex chromosomes: 

An answ^ to still another question relevant to Understand- 
ing the ^trong genetic element in depressive psychosis waits dfi 
research: .Do the_ two major forms of psychotic depression- 
unipolar and bipolar— actually have different bases? There is 
evidence that they^do, since^ipolar patients are more likely 
than unipolar to have afflicted relatives, and since Hthium acts 
more effectively against bipolar illness than against unipolar. 
Moreover^ if one identical twin has one form of djepr^Ssion, _the 
likelihopcf that the other twin will not only be afflicted but also 
afflicted with the same type is about 50 percent Still, a clear- 
cut diagnosis: is spmetime^ hard to make, and some investiga- 
tors beheve that the twp forms are merely different manifesta- 
tidris of the same basic illness, the unipolar form being the less 
severe. 

GETTING ADVICE ON THE ROLE OF HEREDITY 

At medical centers, genetic counseling is widely available to 
Help prospective parents weigh the chances of producing a child 



who may be vuliUTable lb ^ sericyjs meniaL iilness. Sometimes, 
for instance, a couple asks Gershori about the likelihood of 
ibe\r offspring develbpiriK |i manic-depressive psychosis. If only^ 
one ot the'qUestibners has'that-disorder and the family tree of 
the other is fr^e of majoi" depressive Uln^s, the answer is: 
''About 10 percent." ■ 

The same answer applies for schizaphrenia if onO of the 
questioners is schfebphrenic bUt tha other J^s not and is not 
related to a schizbphrenic. In both cases,, tf^hild will also be' 
at greater risk than other chiljdren for troubles related in some 
way tb schizophrenia, but less serious. _ 

Nongenetic factors, tbb, miist^e taken_ into account. Medi- 
cines for the cbritrbl bf manic-depressiva psychoses and the less 
serious fofm§ bf depressibh are considerably more effective 
than those available at this time for tke control of schizo- 
phehia. Mbrebvef, if the -schizophrenia is chronic, a normal 
family life will be just about impossible. _ .. 

What about amriioceritesis, the a'nalysis-bf fluid surround- 
ing the ^mbryd in*he womb? Many conditions likely to mak^ 
for abnormality caf be thus detected; if a grave abnormality is 
predicted, an abbrtibn, can be requested. And it should become 
possible to cbrrect sbnie of the dia^osed defects while the chUd 
is still in the fetal stage. Despite great advances in bur. under- 
standing bf the psychoses, hosyever, biocl^mical abnormalities 
that contribute to them or indicate vulnerability tb them have 
nbt yet been certainly identified. But investi^atbrs are*hbpeful 
that one day the enigmas of schizophrenia will yield tb scientif- 
ic efforts. * 
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POOR FAMJLY COIVlMUNlGATION 
AND SCHlZOPNR€NlA 



Pnricipal Invesfigator: Lyman C. Wynne, M.D., Ph.D. 
Atithor: Rerb^ Yafiraes 



A number of respected investigatora beiieve that a major 
element in the. developmerft of-schizophrenia lies in parerttal 
behavior, including, in particular, how the father and mother 
communicate with each other and the children. _ 

Chief among the authorities who stress the impartance^of 
! family relatibhships, including both corrective and deyiOTt pa- 
rental commuiiicatidh, as factors in schizophrenia jand_ita pre- 
ventibh is Lymaii C. Wynne, M.D:; Ph D:, a professor in the 
deparfrrieht of psychiatry at the University oLEochesteii^hool 
of Medicine arici Dentistry. He was formerly head of the-Adult 
Psychiatry Branch of the -National IiilUtateJof MenJ^al Health : 
(NIMH), where his research on this subject began in 1954. His 
principal associate has beenSFMargaret Thaler Singer, a psychol- 
dgistVwho is clinical professor o^sychiatry in the same depart- 
ment as Wynne's and also 'a professor- in the department of 
psychiatry at the University of Califolrnia at Sari_ Francisco. 

These researchers emphasize the.wideiy accepted view that 
genetics contribute to the vulnerability, or- predisposition, to 
schizophrenia, but that 'it dc^s not neSssarily produce the 
disturbing psychiatric symptoms of the illness. The best evi- 
dence for thiis^ conclusion is that wh^n gphizophrenia appears in 
a pair of identical twins,_ who iiSve exactly the same heredity, it 
usually strikes only- one twin. If one identical twip develops 
this psychosis, a number of studies have found, the probability 



♦See note at end of chapter. 
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that the cotwiii has already bt'conio or will become schfto- 
phfehic raii^'es rrom oiily a few tq jibout 15 percent. Thert^^are 
a number of conditions considerably less ; severe than schizo- 
phrenia but believed to be related to it. The co-twin who does 
not become schizophrenic has perhaps a 15 percent chance of 
developing one of those related amictibhs. Sometliing besides 
heredity appears to be lit work. 



Oddities in the way parents habituaUy 
communicate apparenitg contribute \to 
increasing the vutnerdhility of child 
already at risic because pf his hiotogimt 
heritage. 



. Wy-nne and his associates do not believe that family commtf- 
nications alone, even when most seriously disordered, can cause 
schizophrenic disorders. Raljier, they believe that devianS pa- 
rental communicatidhs may lie betweeri the inherited predispo- 
sition and whatever is the immediate cause of the sSiiizophr-en- 
'ic breakdown. This irrimedi^e - triggering caiise, 'the investiga- 
tors suggest, rtiay be cdmrridri-Iife events thai have more disas- 
tcoQS-effects than usual because the vulheribility has become 
so Jiigh: Loss of a loved one, tdd much stress at college or at 
^"^^j^ ^ host df dther factors appear tp trigger the 
actuaLonset. Oddities in the way parents habitually cbmriiurii- 
cate apparently contribute td increasing the vulnerability of a 
child already at risk because of his Illogical heritage. Identify- 
ing these oddities in__the w^y parents communicate, the Roches- 
ter group believes, niay__proye highly useful iti heliJfeng^ to -p^^- 
dict the likelihood of schizophrenia in an offspring ahi^ alsd%i 
fostering preventive efforts. - 1 ' ^ 

Yale psychiatrist Theddore Lidz, as well asl Wyrih^^ ^^inger, 
and -Other iavest^gators, have been reporting for year§^,ihat 
parents of schizophrenics, though they have rtdt usuall^^ 
diagnosed as schizaphrenics themselves, UsUallMdd pdsse^ i 
munication od'dities -that are difficult td pigedniidle. The'^fl^ 
ester group is attempting to .describe- these oddities arte 
discover their effect on offspring: the investigat|)rs believe 
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a persoiVs Ibnn of thinking is rehitod to the way ho derives 
mealiing from outsid*' stiniuU» such as the black or c()lored 
splotches of thc>» Rorschach test, and the way ho shares and 
interprets conunonnoci "of attention with others. When parents 
are abnormal in these respects, the investigators postulate, a 
child trying tQ Relate to his parents may end Up with his 
thinking and commuhicatibh processes disturbed^one of the 
hallmarks of schizophrenia. 4 

the University of Rochester Child and Farhily Study is de- 
signed- in. part to discover iconriections between parental charac- 
^jfel»ri&tics and patterns of family iriteractibh and cbrrirriUnicatidns 
on the one hand and, on'^the other hand, both cdmpeti^rtce and 
maladaptjon In the children. The study of communication, 
which is the subje<|t of this chapter, is only one' main aspect of 
the research. ^ t 

the researchers first study each parent's cbmmuriicatibh 
with a stranger— the person admmisteririg a; test Then the 
researchers study how the parefits cbmmuriicate with each'- 
other—Jor example, when they arei asked to reach cbhserisUs on 
the pictures seen in the inkblots of the Rorschach test Finally, 
the- mvestigators observe ^ow all family mernbers interact ^ 
when they work together on sue h_ a task. 

the 150 families being observed in this longitCidinal project^ ^ 
meanjng a project that, follows its subjects over a peribd of 
years in an attempt-to identify factors in the earlier years that 
are related to oatcomes later in life— include a group in which 
one pareint has schtzophrenia. Children in such families are 
considered- at genetiq risk to this mental illness. Another grbUp ^ 
of J'aniilies has parents who have suffered frbm a psychbt^ 
depression, and a third group has parents who have^ had a 
^ psychiatric illness requiring hpspitalizatibh but have not been 
psychotic. The child selected for attention in each family is a 
son who was 4, 7, or 10 years bid at the time the family entered 
the study. 

ANALYZING eOMMUNICATION 
• The Rbchester team^is ies^ interested ii^ what a person says 
than in how he goes atoatsaying it. la analyzing communica- 
tibri, the team uses ^ long transcript of conversatibn- this may 
be bbtai^ied from a tape recording of a psycholbgical test in , 



which ih. only Persons p.os.nt arc- ^' •-'j'-^V ',"'1 rviJi J 'S 
-tnvestigalors. Ur it may l.c a n-cord (.1 both ,>aron s trying^ _to 
"oach agfo.nu.nl on a tost. Or .it nu.y in^dvc- lho whole h..^ y. 
, From tho start of 'iheir roscvfrcll. when; Wyn,^ was at NlNfU 
the sciemisis have used a variety of tests to ol^un, a record 0^ 
coh.ersatiou. These have .ncU.^ed the Object Sort.ng 1 est. . m 
^hich a person arrahges a variety of objects mto 
explains as be does so why he is assorting them that^ way- 
bec=iuse of their s.ze. their color, their function -^atevcn 
There is also the Thematic^Appercept.on lest in- which a 
;r^n looks at pictures oi. curds --^^l^ -^^^ f'''^ 
characters are doing or thinking: And there, is the Rorschach 
tJit^ln which a per^ri lo.ks at . series of ink blots printed on 
-cards and tells what he sees in them. " ' ^ 

. None of the transcripts of these tejts is regarded^in the usua^ 
way as projections of a person s in«,-rniost thoughts and emo- 
■ Uons but simply as samples of communicatiQn ^styles which 
can be analyzed and oddities noted: Moreover, the transcripts 
help clarify family relationships; - - • _ 

The investigators consider the Rorschach test, as they emp 07 
it, to be especially analogous to what happens m daily l^e 
when per.0ns-try to establish a shared 

Wynne describes the process, /'One person offers a focus of 
attention, labels what he 'sees and 

the other: in turn, this person then responds ^to the offered 
ocus of attention in some way. Th.-Rorschach offers a r^a ive 
ly standardized starting point for samphng to what extent at^ 
tentional foci and meanings are mutually shared during^such a 
verbal transaction." - 
Singer puts it this way: _ ^ 

In the traiisaction vvith a petsbri admi'iSstering the 
■ SdividuaTSschach, a subject is asked^^t^^ 
S he thinks:-each blQt I'l^^, 

regarded as the bUtward, visible products ot his attem _ 
S professes. First, He has tb:joi^ nfte^ 
bvThe4nvestigator who has proposed the .task of teJl- - 
fng what he sees in the. ink blpt; then attend_;to the 
maSahd ideas that come tP: awareness in .his_ ow^ 

Slnf and select.a^prbpmte ""l^i^^^j^P^flf^^^^^^.i^i 
Thus this person^s spoken wq^^etlect the orqeriL 
■ nesf 'or lack of it, of his attentTpfcKPcesses as he is 
CS them at that moment. . . . Itll^sumed . . . that 
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these samples bi\attefitioH and lait^ • • : J^r^J'^P^^*" 
sentative of how a person deploys his attention arid 
uses language in; siitiUair labeling lihd descriptive ex- 
changes with other persons. 

- Manuals for scoring individual, husband and _wife^ and fami^ly 
Pbrschachs have Been developed; In the husband and wife pro- 
cedure, the spouses are asked to view a Rorschach card togeth- 
er arid see how many idexis they can agree upon as to wha^-the 
card iboks like. The procedure is videotaped so that the conver- 
sation later can be analyzed. Then^th^ir children are inyited 
into the rodm and are given a second card. Iit^this procedure, 
known as the. family Rorschach, the parerits are asked to teach 
or explain the task to the c^ldren, and each persbri cbritributes 
ideas about the inkblot; the ideas are theri discussed uritil the 

^tTiembers of the Family feel they have reached agreement dri as 
many \as they can.* Most fariiilies find this task; absorbing, 
lively, and fun. The: Rochester investigators arid others Use a 
variety of other methods also for having femilies talk together; 
in one of these, for exariiple, members are asked to plan some- 

' thing they can do together as a family. : 

ReLaionships within: the family as revealed wheri meriibers 
w^k together on a ta^sk are considered more impbrtarit than 
oddities in communication style. Nonetheless, 32 categories of 
communication oddities haye beeri ideritified that appear in the 
Rorschach records of parerits of schizbphrenics significantly 
more often than in the parerits bf bther psychiatric patients or 
in: the parents of ribrriial persbris. The categories fall into the 
following six mairi grbUps or factors: 

• Odd, hard-tb-fbllow, ambiguous remarks, such as unintelligi- 
ble sentences and the peculiar or out-of-context use of ordi- 
nary words or phrases: ' 

.9 FailiSe to maintain attention to the task, such as forgetting 
q what, one has said, hopping around arribrig respbrises, and 
• interrupting the examiner. . _____ 

• Unstable perceptibris arid thinking, sUch as giving two re- 
sponses that are incompatible and expressing views with, 
great uricertairity. ' . ' 

• Describirig ones own ideas, as well as the vv^hole task, ds 
meaningless or as understandable only in' private, idiosyn* 
cratic terms. ' : : . -J - 
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• Extraneous, illogical, contradictory, or derogatory com- 
ments. 

• Abstract, indefinite, and wandering vagueness. 

One assumption of Wynne and Singer has been that some 
forms of verbal behavior are strongly influenced by the way the 
speaker is paying or hot paying attention to the subject at 
hand. Singer reports: 

Wh^h one person is conversing with another, his re- 
rnarks reveal aspects^ processes 
are functioning. To select and arrange his w^ds, he 
n^Ust properly ^e 1^1 o^ He must 

attend to his innef thoughts, keep his listener in mind, 
outer stirnuli, and plan ahead to his next re- 
maj-ks: That is, jie must deploy his attention tci search, 
select, formulate, and state his ideas. . . . 

Many :. . , rules of conversation carry the expectation 
th^ listener sh(^^ be able to attend jn regular 
and predictable ways to what is being said. When a 
speaker phrases his thoughts in ways that affront such 
attentional expectancies, his remarks are experienced 
negatively and a listener, even when he does not com- 
ment, is usually bdthfered or distressed. . ' 

These Rochester investigators find two broad types of atten- 
tional problems— attentional repetitions and attentional 
breaks— that can be detected in many parents of schizophren- 
ics. 

In one form of attentional repetition, a person seems stuck. 
He^may say: "! nh, i uh, I can't think of anything. Nothing 
comes to my mind: i just can't think of anything." 

In a second type of attentional repetitidri, the speaker seems 
unable to drop an idea or a phrase. For example: 

A man viewing Rorschach Card IV sm: 'That looks 
like a boot. Well you put your fool in hf^^ Koar^o?, it 
fits in there, and it's ok through right that part; Put 
your foot through the top of the boot. -You khbvv what I 
mean? Just like these boots I got on. /to j'onr foot 
through the top of the boot, slide it in." Here we see 
the phrase and ^idea of "put your foot" continuing to 
intrude into the passage. Such mental processes catch 
up the speaker's attention, and he is seemingly unable 
to let go of ah idea. 
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'JV^' Other K^heste'*: ^^vestigators, in a separate study, have 
^eac^^^ th^ conC^^^^ion. They call this type of dysfunction 

**the i^^bilUy ^ disatte^^ from^stimuli:" ^ 

Th?J^oiid ^ajbr fo^tti of attentidrial deficit, termed atten' 
U<^n ^^Qfe^ cH^^Urs; wl^^tl the speaker's words suggest -that he 
'**has J^I^ ti^^nbth^'^ idea withbu connecting the did idea to 
yhat is sayi"^.'' 'The result is to engender in the 

listeJ?-^'' 'a s^^e of ^^Vvildermeht because he has not been 
^lipp)^^^ vvith :^He co^^^^ctibris" between the ideas expressed. 
J'br i^^^ri^e, ^ ybUn^ ^bmah's respbrise to a Rorschach card 
went ^ folloW^v • • '}^^s looks like a part of the southeastern 
Unit^^ Stated ^Oast fron^ ^jde and side, with this being Florida 
^nd ^^^el^ tHis, arid^^e saying that goes: Life is neither black 
hbr i^^ite but differeri^ shades bf grey-^which are my sorority 
eolof^/ excuse i^e, yoi^ Hhbw what I'd like to do sometime? Is 
take i^^i the ^barts records and mail them off to a ghoSt 
aUtb'^'' and "i^^^^^ths of the property. No, I'll write 
^yse^^' I vv^ut 3 book *^^t might interest him." 
: TS.a^'h in tl^^^^ wbf^ with: families in which at least one 
l:)ets^?^: wa§ ^^^hizophf^^ic^ Wynne's grbUp Has recalled, file' 
ther^P^^ts had **:SinguI^^'ly different" experiences from thds^f 
ther^P^^ts wiiH famiU^^ in which another kind bf mental disor- 
der present. Expediences with the schizbphrehic families 
Were ^^scribed as *'rn^^ciening" and "exhaUstirig." For exam- 
ple: 

J" ^ S6ssi<^^ whicl^i^as not unusual for this family, the 
J^^ther af Mary, ^ho was severely schizophrenic and 
jtJ'^^ch of t^e time "^tnurely paranoi_<icbperily jlismissed 
the ther;^pists-^ .^4haU^^ Her manner was almost 
^^^^rnting^l^ :af^^^-^^^ate>: thus both augmenting and 
£?hscuring the rti^^^'^JerxJus character uf the assault: 
'fh^^ y^^^e obvibU^iy ];^arm^ rrieariihg and even 

j^migbie litAatics.^^^t to take them at aii seriously was 
^^^t^ritly ;at>Surd. Bot^^ th,e therapists in this group were 
0^t\^ and^e mot^^^ had frequently made her positian 
(^^ sbitiethihg of M^r positibri) abundantly clear to 
^^^one -W^'^ liste^-^ to her— a category >yhich seldom 
jncl^d^g ljer§elf^^^^t men were inherently unreliable • 
^^'l aban^^^i^n^e"^ ^ them was inevitable. Thus, the 
(^^^ that i^^^ey also child-like, ineffectual, and 

^^^i>id Perhaps, less than tragically consequentiaL^ 
Was vv^jihin th^ *>arTiework of this position, and in- 
irntn^^^ate c^nt^xt of the cbrrirrients abbUt the 
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' lunacy of the therapists that the mdtheF^angrily re- 
prbached her daughter for **not really wanting to get 
well," sinc^ otjlerwise she would trust the doctors arid - 
confide in them. 

Tiie father ©fv this: family spent a great deal of time ' 
'delivering weighty and protracted homilies to his wife 
and daughter. The tone of his rerrmrks^ was^en^ 
kiridly and det^ched^ condescending, and moralistic; 
their content included pedantic r^^ why they 

were present, platitudes about maintaining a "positive 
OUtlDok,'l injUnctioris^ a^^ the truth, no matter 

how unpleasant it might be^ and repeated eulogies of 
the virtues <>T the a^ motive and meaning. His 

decidedly pompous air neatly complemented his wife's 
uniformly depreciating fondness. He invariably' agreed 
with anything that was said by either of the thera- 
pists], and^ as invariably, the character of his agree- 
ment, as this was reflected in restatement was— cori- 
spicuously outside of his awareness^one of elusive 
P^^'^y^ P^^^y^^}^ He dealt with his 

daughter's intense distrust by gently lecturing: her on 
|l?e heed to rely on others: While it was clear, he said, 
that untrustworthy persons existed, the majority were 
<i^eent enough human beings, and her distrust was 
"just a part of her illness*' which she^should^tr^^ to^ut 
but of rnirid. At the same time he maintained a con- 
stant vigilance x)ver the thera|>^^ watching : them 
closely during the sessions. He often interrupted his 
^i^^^^coldmg^ Mary. He 

would sometimes sternly reprimand-her for failing sin- 
merely to acknow^ Mary was seriously " 

ill, but otherwise seldom failed to refer to this as any- 
thing but "her little nervous trouble." 

During one session, Mary launched into a diatribe 
^^^^^ ^ponimate's selfish api^ropriatibri bf jthei r 
bathroom and utter Jack of consideration for others, 
which she Judged as putrageous. Mary was immediate- 
ly condemned by her mother for her appalling selfish- 
ness -which is riot like you'' and for "not appreciating 
that this girl is sick— otherwise why on earth do you 
Hnagine that she is in the hospital!" After rudely re- 
buking his wife for her lack of understanding arid 
sympathy ,^ the father turned to Mary and went on 
patiently to explain that the other girl was "riot very 
well" and that Mary should really try to be more 
tolerant. 
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The transcript is clearly filled with cbhtradictory refnarlcs, 
but when tjie_therapists called them to the parents' attention, 
l>oth denied having made them. 

Wynne arid his coworkers carried out numerous studies in 
which" an investigator, knowing only^the results of the tests, 
would "^predict whether or not a family contained a-yoiing 
schizophrenic. ; 

.PREDICTING UNSEEN WHETHER OR NOT A FAMILY MEMBER 
HAS SCRI20PHRENIA 

Singer, in particular, scored very well in bliridly riiatchirig 
parents and patients: Sh^ would first study the trariscripts of 
what the parents had said, while other psychologists were ad- 
riiiriistering tests. Then she_^would deduce the type of illness 
suffered by the sick offspring, and also its severity. For iri; 
stance, of 20 young people who had been diagnosed as_schiz(> 
phreriic, Urikridwri to her, she was _right 17 times. Of nine 
bbrderlirie schizophrenics, she was .righ^ seven times; of six 
neurotic patierits, fdUr. There was less.than 1 chance in 1,000 
that her predictibris cduld have been made accidentally. _ - 

Then she studied transcripts of the patients/ tests and pre- 
dicted to which family each person belbriged. She was right 33 
times out of 36. _ _ 

Iri one study by the Wynne-Singer group tfiree teams sepa- 
rately tested, diagnosed, and scored the communicatibris of 114 
fariiilies. High scores of communication deviance correctly fore- 
tbld that 20 pairs of parents would be found in which either 
one br both had borderline schizophrenia or worse. High scbre§ 
alsb cbrrectly identified an additional 24 pairs of parents who 
had a schizbphreriic child eveix though , neither parent was 
schizbphreriic br had an illness related to it. The parents of the 
schizbphreriics, it should be noted, were not totally different 
from bther parents. Rather, they varied along a continuum or 
dimensibri sb that they overlapped with the parents who had 
borderline schizbphreriic offspring: Moreover, this continuum, 
related tb diagribsis, applied to aU members of the families, 
including those whb were not patients. The well siblings, 
though, had Ibwer scbres than the parents. The findings sug- 
gest that the fariiily systerii as a unit is involved. 
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In another study, the six. main factoFi;: summarized earlier 
distinguished the parents of schizophrenics from those of bor- 
derline^ schizophrenics, of neurotics, and of normal children 
Also, the results fdr parents of a psychotic child who did not 
have remissibris differed somewhat from those of parents of a 
psychotic child who did have remissions: The'frequency of com- 
munication deviations was^mach the same in one group of 
parents as in the; 'other. However, the, parents of remitting 
schizophrenics -made significantly more derogatory, extraneous, , 
Illogical, and contradictory remarks than the others fke 
Wynne group suggests that such parents have communication 
features which "may _be distressing but often are clear enongh 

to. permit or even stimulate disagreernent " These parents 

also had significantly /eH;er instances of failing to sustain the 
task set. On the other hand, the parents of nonremitting schi- 
zophrenics were moxe vague and ambiguous, feificantly, they 
were also much more likely to have had a schizophrenic-like 
Illness themselves: This suggests that interaction^ between a 
genetic factor and deviant communication can contribute to 
chronic or nonremitting schizophrenia in the offspring; 

-Why does Usually only one chili in a family with deviant 
parental communication patterjns become symptomatically ilP 
Wynne observes; that children in the same family, unless they 
are identical twins, normally vary widely in their intellectual 
endowment, temperament, and vulnerability to illness Addi- 
tionally, children, partly because of differences in sex and birth 
order, have different roles in Ihe family. Children's experiences 
outside the family, as well jia physical problems, ^iiffer also, 
finally, the relationship of each child and the parents differs 
considerably, partly because of the individual differences al- 
ready mentioned, partly .because parents as well as children 
change over time, and partly because how each child fulfills or 
disappoints parental expectations produces great variety in the 
kinds of relationship and communication. Although Wynne and 
Singer _ have shown that brothers and sisters are somewhat 
more similar to each other in communication styles than they 
are to children in other families, differences within a family in 
both vulnerability and actual illness patterns are entirely rea- 
sonable and expectable. 
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HEREDITY. AS A FAeTQR IN^SCRl^OFHRENIA 

Many researchers have prod^geri apparentb: strong evidence 
of a pov^erful genetic fe<^r^^,'>ark^ development of 

schizophrenia. Wy^JJie h^lie\^th^t^OT m 
does play :a role but . riot as efclusiVeiy : as^ implied. To 

throw more light bi|thi^ questiop.^h^ .^nd Singer and a cowork- 
er, Margaret L. vSb^ey, recerttly'^ m^de a "biind" assessment 
(meaning that they did riot -know which. parenta had a schizo- 
phrenic child and wtiich did riot) of the tran^ripts_inade some 
years earlier by 'another ,grbUp of investigators (psychiatrists 
Paul H. Wender 4ri(i Seymour S. Kety^ and psychologist>fiavid 
Rosenthal), whd =hold that heredity is highly important. ^T^ee 
groups jof parents h£^d been studied: tho^ with an adopted xl^ 
who later became schizophrenic; bibjd|ical parents of a sc^izf^ 
phrenic child; and a fcontrbl group of parerits with an adopted 
child who was.normal. Wynne and hjs associates found:that the 
parents- of a schizophrenic, whether the child was their own or 
.had been adopted, all tended to score high iri communication 
deviance. This was not the case with parerits iri the control 

group. ^ j.j; I L ^ . : ' 

The original grdUp of investigators, faund^that the hiblbgical 
parents showed the most severe psycho_pathology, the parents 
of adbfited childreri who became schizophrenic showed less, and 
the control parerits the least. ::: z i^:: 

The fLadings reported in the preceding two paragraphs, 
Wynne and his associates hbld, "are cdrisistent with^ gene- 
environment interaction viewpoint. . Iri other words^ both 
genetic and_ environmental factbrs, actirig together, may_ be 
essential if schizophrenia is to develbp. A child may inherit a^ 
gene or genes predisposing to schizbphreriia. But the iJlness^ 
may never develop unless some envirbrirrierital factor interacts 
with the genetic materiaL The envirbnriierital factor in which 
the Wynne groupv is most interested is, bf cbUrse, family rela- 
tionships— parentaLcommur^cation stales iri particular. Other 
research suggests, that othS- types of stress riiay well be the 
erivironmental factor in marty cases. /_ . 

Wynne arid Sirigef assume that communication deficits are 
likeUy tb predL^pose to schizophr£nia rather than to precipitate 
it. Such deficits, they think, iricrease a person s vulnerability. 
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brought bh by . both genetic and other* Factors! The'ijlness itself 

may be precipilated by a variety o_f circumstances, 

. Vulnerability >or predispositiorL to schizophrenia is defined, in 

Wynne's words, as the individuai's cbaractefistie threshold 

beyond which stressful events produce decompensation, mani- 

fest-ih the clinically diagnofeable symptom picture:" 

Like most, other investigators,, Wynne, doeis believe,^ that he- 
redity plays a strong— and sometimes a central— role in ^the 
development of schizophrenia': But; he says: 

The genetic compqnente of vulnerability are inevitably ^ 
siiapedTrdi^ cdneeptio^^^ as the result of trans- . 

actions , of the individual 'with: the psychdsqcial and, 
physical envirdnmrhent&^ the ' transac- . 

tibnal point of view inipiies feedback loops in which 
.the -individual modifies the same environment that ' 
contiAiies' to_be farmatfve of his personal, qualities. ... 
- Interchanges or ' transactions at each <ieyelbpmental 
phase vt^uiJ<i _upp;§ i^e outcome of earlier'transactions. . 
. . Gonstittltional and experiential irifiuehces^ recbm- 
^hine in each develop phase to create new bio- 

logical^.and behavioral potentialities which then help 
det^wtiine the next phase. 

This yfewpbint implies' that prevention and treatment can 
,feke place at many stages of development. And it recognizes 
that the child ihfiugnces the parent, as well as the other way. 
around. . 

A person's vulnerability may be either increased.or decreased 
by what Wynne callsj'response dispositions;" which he thinks 
are partly inherited. These dispositions include the modalation 
of atteritibri; thfe susceptibility to. stimulus overload (that is; the 
relative ability to react Healthfully to such stimdili as parental 
°^:^^^^^y discord or to a variety of emotional problems outside 
^h^i^si^ily^; ^ind patterns of cognitive arid emotibrial controls, 
such as degree of impulsivity. 

No such factor in itself is probably specific for schizophrenia; 
^>':^^^^^^^s, but some or all tbgether "may potentiate, inhibit, 
^^J"?^H:^he clinical manifestatibris." As an example, "a high 
''^'^^^"^^^ J°_^ -^.^J^^} perhaps inborn, cbUld make schizophrenic 
breakdown more Ukely, wHereas controls of rage learned iri the 
family environment" coald^forestall it. Wynne goes sb far as tb 
cbnjecture that the environmental factors may turn dUt tb be 
the specific contributions 'to schizophrenia: The genetic factbrs 
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with which they, interact, he suggests, may^be nonspecific. In 
any event, he agrees with the general belief among researchers 
that both -heredity and the environment have major roles in 
the production of this major psychosis. 

MAY DISTURBED FAMILY eOMMUNICATION BE DUE TO ^ 
ABNORMALITY IN THE eHlbD? 

Wynne points out that only longitudinal stadies, such as the 
one his group is conducting at the University of Rochester, can 
give an answer to what he suspects is probably a chicken vs. 
egg kind of question. Some critics have argued that the behav- 
ior of a preschi^zbphrenic child might be so abnormal as to 
induce abnbrrrial communication patterns in the parenfe. And 
there is some, quite scant, research- io^ suggest that this may 
indeed be so. For example, Joan HuserJ^iem, a Harvard Medi- 
cal School psychologist, used a word^me to study commumca- 
tions in iT families with^a schizophrenic son ranging in age 
from 17 to 25 years and in il- families with a normal |pn. In 
this game, the parents worked together, and the son separatej 
to describe to a tape recorder a common object or xbncept. The 
aim was to make the descriptions ao clear tKat what had been 
described cbuld be quickly identified when the tape was played. 
The parents then listened to and responded to tapes^ade by 
their own sons, and next— forming artificial families— tb^ tapes 
made by the schizop^^renic and normal sons of strangers. In 
turn, the sbns responded -to tapes made by their own parents 
arid by_the parents of other young men, either ribrriial br 
schizbpHrenic. :^ ^ _ 

As expected, schizbphrenic sons showed more. disorder in 
their talk than ribrmal sons and their parents. But the parents 
of scHizbphreriics did not show jnore abnormal communicatibri 
patterns thari.ridrrnal parents and , normal sons, lVI6rebver,,aU 
parents made more raisidentifications in responding tb schi- 
zbphreriics than in responding to normal young^men. 

' The Rochester ffroup cdmmerits that the communication dis- 
orders studied by Lierrl were not the same as those studied by 
Wynne, Siriger, arid their associates, ^^o, a study of artificial 
families cariribt sample the lon^tanding feelings and relatibn- 
ships bf riatural families. The Liem studyNdoes show that pebple 

have a hard time understanding psychotic talk. 
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Wynne also notes that in one of. his^-stodies the scores of 
young schizophrenics, on communication^deviarLce^ like those of 
their p^irents, who were not schizoph^^iGi_were iower ih^n the 
parents' scores. Moreover, Wynne, Singer, and two associates at 
Rochester analv^£^d^communication deviance in a group of par- 
ents of neurouc offspring who were so severely ill that they 
had to be hospitalized for long periods. Most of the parents of ~ 
these nbnschizophrenics w:ere very upset by the delinquencies 
^ and disturbed 'behavior of their sick offspring; often, in fact, 
they believed mist^k^ly that the offspring were schizophrenic. 
Nevertheless, the parents showe^d markedly lower scores on_ _ 
cdmmUriicatidri deviance than the parents of schizophrenics"^, 
who were housed dri the sarrie Unit as the neurotics, As Wynne 
points out,' then, psychiatric illness rri an offspring is naturally 
upsetting to parents but apparently ddes ridt jfdrce them to 
express themselves deviantly. These findings suggest that it is 
the p^rjgnt.who is. influencing the child, rather man the Other 
w^y arouiid. Howey_ej[^ W can be sUre 

until the returns from the iongitudinaj studitjs are in. There 
are some 20 of these being conducted in the. Un&ed States, but 
only a^few are concerned with communication deviance .as well 
as with other aspects of family life. 

- ^ Preliminary findings from one of the investigations that do 
tike jnto^account-abnorjiiali ties in communicating hav,e recent- 
iyi5^n reported by p3ychologists_Michael J. Goldstein, Eliot H, 
Rodnick, and their associates in the University of California'at 
- Los Angeles Family Project. This project is studying, relation- 
ships in the families of emotionally distdrbed adolescents seen 
at an outpatient clinic. The scoring system 'for communication 
deviance is based on the one developed by Wynne and Singer. 
When parents both had abbtit the same number of communica- 
tibh devi^fl^bhs as the parents bf.a child already diagnosed a§ 
schizophrenic, the trbubled sbh bf these parents was cbnsidered 
at^iigh 'risk to schizophrenia. 

Five years after the initial tests, the investigators have re- 
ported bn the psychblbgical heaIth_of 23 sons, all 20 or 21 years 
bid at the time bf the follbwup. Five y^ars earlier, they had 
been trbubled but hbhpsychbtic. Nbw 11 bf them, br almbst one- 
half, were diagnosed either as schizbphreriic br as falling 
within other categories of the schizophrenic speetrUm (schizo- < 
phreniS'^or milder but related conditions). Moreover, parents 
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who had high scores In cbmmuhication deviance were sighifi- 
cantly more likely than other parents to have children in the 
schizophrejiic spectrum grdup at young adulthood. _ 

-Stilly the investigators report, ''We cannot reject^the hypoth- 
esis, that the deviant parental communication styl§s may have 
beert reactive to the rionpsychotic adolescent psychbpathblbgy 
or to more subtle temperamental characteristics, bf the adoles- 
cent." For a fiHal answer, the researchers agree with Wynne, 
longitudinal studies starting earlier in life are essential. The 
Wynne group and a few bthers are engaged in jUst such stud- 
ies. 

In a 3-year followup, so far cbmpleted for abbut brie-third of 
their families," _the Rochester irivestigatbrs have fbUrid a 
number of significant effects of family cb riirriUriicatibri patterns. 
Where these were deviant, as riieasUred iri the Rorschach tests 
of individual parents arid bf several kinds of interaction of the 
family as a whble, th^ childreri gf-parents with frequent jcom- 
riiuriicatibri deviatibris were doing worse in school ^than other 
children'. The differences in these children were not only in 
iritellectUal arid academic competence^but also iij social skills 
as viewed by their climates and teachers: : 

In a few years we ifibuld have clearer answers to schizophr^ 
hia's predictability, prdgribsis, arid remediability, and to Ihe oJd 
questibri bf whether it is the deviant offspring or^the deviant 
par^rits who riiake for disordered, *^^^i^ning?* communication 
styles iri families that eventually ^rodnce—for more than one 
reason, undoubtedly — a schizophrenic offspring. 

-^^^ -- ^ ' 
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. ri am the biggest troublemaker in my family," said a wor- 
ried-looking 10-year-dld girl. ''I cry a lot and feel weird a lot:" 
' Between spells of crying, a 12-yearH3rd boy said, "P^think I am 
the stupidest kid in class .... I never really try to kill myself, 
but sometimes I think to drown myself." 

A dejected 8-year-old girl declared: "I feel ugly and like a 
dumbbell . . . Sometimes I would like to kill my friends or my 
awn stomach or arm .... Friends make fun of me all the 
time/' . _ ; 

ThSse children were talking to child j)sychiatrists at the Na- 
tional Institute of Mental Health (NIMH), Although ridrie of 
tfiese children was psychotic, all had High depression scores, as 
derived from, two scales designed to measure depressive symp- 
toms in children. The subjects were among the 30 children or 
grandchildren of l^t consecutive patients recently^adinitted to 
NIMH for bbservatidri and treatment of a depressive^psychosis. 
The children were between the ages of 4 and l5: Of the 30 child 
subjects, more than half were considered ''overtly depressed" at 
the time of the interview. ^ - - 

a' cdrisiderably lower rate of childhood -depression^had been 
repdrted by earlier investigators— periiaps, according to the 
NIMH team,, because earlier workers either did not get to 
kndw the children or else either did not realize or agree that 
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the. syjnptoms of child&ood depres^^ might be less marked 
than, or even different from, those of adult depression. At any 
one -time, _vari6us studies indicate; as many as 20 .chilfiren in 
160_ may be suffering from-sym^Jtoms of depression. Just how 
many suffer from a formal clinical disorder is, however, open to 
Questibn. Though the incidence of this disorder used to increase 
steadily )^ith age, as. a recent report points out, '*the growing 
r^fc of depression^ in the yoang has brought "about a peak 
pelnBd in_y_outh that outstrips middle, age and is exceeded only* 
by the elderly.'' 

MASKED DEPRESSION- • - 

Child psybhiatrists Leon Cytryn and Donald H. McKnew, Jr., 
who were two ; leading rnembers of the iNIMH- investigatory 
team, agree with. Dr. William E. Bunhey, J.r.. Ghi^lof the Aduft 
Psychiatry Branch, NIMH, that many children 
, hyperactive rriay actuall^f be depressed. Certainly 
ambhg children with mo^^eef' (fepressib^i, \yhich is 
est childhood type ih , these investigators' experiences, hyjjer- 
activity is cbmmbri. This type of deprfeg^bn may also be masked 
by school ,pf6blernSjideliriqueh<^, and: ei^^^^ behavior or psycho- 
sbrhatic disorders. Every once m a while, though, such childreh 
are likely tb actually look or :%ct depresse*d. The investigators 
arrived at their diagnosis when they discovered; that many 
children whb were riot bbvibusly depressed rievertheless mani- 
fested in their dreariis arid fantasies the same depressive ele- 
rrierits— such as frustratibri, despair, and hopelessness— as those 
-shown by the clearly depressed childreri. 

T^^entl^j:;emove the mask and get at the underlying trou- 
ble, these child psychiatrists, who work not o^y with thfe 
NIMH: group but also at George Washington University Medi- 
cal School and at Childrerx's Hespital; Washington, 'D,G., use 
several measures. One is a psychiatric interview which notes 
any background of depressive signs — such as sadness, despair, 
feelirigs bf hbpelessriess or helplessriess; arid thoughts of^ sui- 
cide. The irivestigatbrs alsb evaluate what the child thinks of 
himself; that is^ his seiresteem. And they elicit "fantasy mate- 
riaP' by having the children rriake up stbries, mterpret pic- 
tures, arid reccjurit their dreariis. 
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_-.As an example of rhaskei depression, thiese authoftties ,tell 
about Albert, a l^;year-qld*boy, who -had been seqt tp^them*^ 
because of his disruptive behavior in schopl. Hfe was aggressive 
and hyperactive. His grade! were iX)br and his social, Adjust- 
ment marginal. A look at the home situation sU ggeX teid tvyo 

^ . . manff chitdren^ who have a behnvlor 
pwbif^m map basically 

• V'- " • '^^ ' • ' ' . .." ' : " ■ , -.J ■ 

major .probable caUsWsO'The mother held a full-tiEqe Job, was 
^"ti^411y,Un^ail^bl^ to her children, and.had once'beeainyesti- 
gaied for child abuse; the father was an^ alcoholic who^;assarned 
res^pbrisibiiity for the family and wKo frequently beat^Aibert, 
fn surh; the child, likret many' others ^with a simiiar condition, 
had Wpe^-iehced.bbth rejection 

_ Throughout the interi'iew, AlBert w^^ and sad. "He. 

desc^il^ed^hirnself a6;Mmb^;ls;tHe laughihgstfcrck.df his^school- 
mates; and expressed; the; beliref that everyone was picking on' 
him/V He; saw himself '^^ioa^eqi^ helpless. "Qn ^the- 

Snt^y "leVel the , boy shpwe^dss^s^^^^ prepccUpation*' with 
theSes ' of ann ihil^tibri , I'vibferieg; ^^exp^ arid deaths -in vari- ' 

' abl^Kvith a bad ojit^ome/octhe main figures . ..' . , 
: Albert did not impr^ve. Jn fact, 1 i/2 years Later he w^ serit^ 
to a, residential school/ f§'r delinquent boys. The investigatbrs 
suggest ; tlat JheL^^^y'^ and ^ggressi^yeriess w^r^/ 

atterApts- io escape frDm a/^^ic/'depression.. They admit- that 
such a defense is_ 5elf-destftuetive, -but ''it helps ward off the 
unbear^We feeling of despair" and, on the basis bf».tte riew^^^ 
evidence,- seems to'be far commoner than , most of Us thirik. In 
otherjvor^, many children who have a behavior problem may^ 
be biasicaily^depressed.- _^ ^ . 

If a child is 'marked^b'y hyperadtivity, delinquency or other 
behavior disorders, school difTiculties, or psychosomatic com- 
plaints, Cytryn:'and McKnew believe it would be a good idea to 
have him or he*r checked for depression. 

The family members of th^ -children with a masked depres- 
sion, :re port these investigatdrs, '!often presented a picture oT 
disbrgkriization and severe psychopathology, usually m the 
fbrm of a character defect; but gave no history of a clear-cut 
depressive illness:" . ^ 
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ACUTE BEPRESSIVE ILLNESS 

In addition to masked depression, Cytryn and McKnew have 
found two other types of depression among children: acute and 
chronic. 

In the acute type, there always seemed to be a clear cause, 
usually the loss of a helov^^d relative or someone else very close. 
Though the lov^d one. had died in some cases, usually he or 
^He— for any one of a variety of reasons, such as personal 
problems or a juoye— had simply reduced or cut off the love 
and care thai- the child had been counting upon and the loss of 
which was seen as rejection. In the case of 6-year-bld Beatrice, 
the precipitating cause was traced to the rape of an older 
^l^^^f 'i^j^:':^^^ been serving as a mother substitute because 
1-^^ "^o*^^^^ fpTl time outside the home. "After 

the incident the sister becarrie withdrawn:^ preoccupied, and Jess 
attentive," and within 3 months young Beatrice was admitted 
to a psychiatric ward because she had gradually withdrawn 
from activities, was failihg in school, slept poorly,^ and. lacked 
appetite. *'Her mood," the psychiatrists report,"was markedly 
depressed, as evidenced by a sad and tearful facial expression, 
slowness of mbvemerit, monotone voice, and verbal expressions 
indicating hopelessness anidespair." 

After several days of hospital care and attentao|i, but with hb 
specific treatment fiir_ depression, Beatrice ''became butgbihg 
and started to eat and sleep regularly, her rtibbd brightened, 
and she was .^sadahle, active, and alert . . . ." Twb years later 
the mother reported that the girl was still maintaining her 
gains. 

Interestingly, Pytryh and McKnew report that such improve- 
ment, "despite the absence bf any formal treatment program^" 
has been "almtist universal" in cases of aciite childhood depres- 
sion, such as Beatrice's. They suspect that it occurs because the 
child has been rerribved frbm one or more noxious environmen- 
tal circumstances, ''cbupled with the rallying of the family 
around the child whb is labeled ill because of the hospitaliza- 
fidri." Many such children, whether or not they liad availed 
themselves bf follbwup psychotherapy, were found to have 
rriairitaihed their imprbvement, initiated during a brief hospital 
stay, even after 5 years. 
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CHRONIC DEPRESSIVE ILLNESS 

ChiWren arflicted Ayith the third type of depression, chronic, 
report Cytryn and McKriew, differ from the bthei"^ in thesfe 
major respects: They have a chronically depressed parent, evi- 
dence that a genetic element is probably at play; they have 
been separated several times, from infancy on, from persons 
they had counted upon„ evidence of an environmental force; 
and no single precipitating incident can be found. 

Consider Caroline, who was referred to Cytr}^^ andJVlcKnew 
as an emergency case at the age of 7: She couldn^'l sleep, 
cbUldnt eat, and for several months had had ^screaming epir 
sodes. She had often threatened suicide because she was!'ahad 
girl" arid nobody loved her. Part of the problem was the girls 
mother, a helpless wdmari overwhelmed by family respor;sibil- 
ities, j^br self^steem, a teridericy toward frequent depressions, 
and wh^ hkd cbriceived Carblirie out of wedlock. "Her subse- 
quent marriage was stbrmy, Caroline's stepfather had beaten 
the child severely; then he arid his wife had separated, but only 
for a while.'' u _ 

The. trouble may have started many years before Carblirie 
was born. iTorihere is evidence that her mother, as a child, had 
been neglected by her_ own mother and been brought up in an 
atmosphere of violence; Evidence iias been found that a condi- 
tion which might be mildiy_ described as /'poor parenting" often 
is passed on from generation to^eneration, particularly in the 
case of child abuse: The abusing parent, investigators often 
have ishbwn, is frequently the individuaLwho was abused him- 
self, or herself, as a child: Some children who were physically 
assaulted or otherwise maltreated as ' youngsters^ manage as 
^ adults rieveftheless to become good parents; many others do 
ribt.' \ 

One of the most iriipbrtant per^ris iri Carblirie's life as an 
infant had been her paternal granariibther, but suddenly, when 
Caroline was 1 year bid, her chief care had beeri shifted to a 
maternal aunt. The mother : herself, wheri Carblirie was 1 1/2 
yeai^ old and again when she was 4, had left her fbr several 
months. 1 

After Caroline had been discharged from the hospital, she 
again ''became depressed and developed abdominal cramps and 
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diarrhea. When the mother again separated from the stepfa- 
ther, these symptoms rapidly disappeared." 

TWO FORCES: HEREDITY AND PARENTAL BEHAVIOR 

In their observation of many fchildren liaving at least one 
fnanic-depressive parent, Cytryn and McKnew found that more 
than 50 percent of the offspring were at least moderately de- 
pressed when interviewed — usually overtly so. Erivirbnmerital 
forces were undoubtedly at work, because the shifting moods of 
the bipolar patient lead to -*a sense of uncertainty and bewil- 
derment on the part of th_e child." 

- - Hesearxh by uther investigatora demonstrates that fiereditaiy 
forces- were probabiy Jieavily involved^^ too; Among the general 
population^ the_ incidence of manic-depressive psychosis has 
been estimates at less than 1 percent; £imong close relatives of 
manic-depressives, it hovers around lO percent. Further, stud- 
ies of identical twins have shown that, if one twin has this 
condition, the likelihood that the other twin also has it ranges 
from 50 to 100 percent. All of whic^ is to say that the strength 
of the genetic element has been dembhstrated but is riot, usual- 
ly, the whole story. Obyibusly^ iri additibri to heredity, the 
parent-child relatibriship, is of prime impbrtarice, _ 

Cyti^'^n and McKnew found that many of their parents had 
''suffered rejection^ and depreciation by their j^Srents or loved 
ones either all during their lives or at least over a period of 
many years." Such rejection may take many forms: blu^^te- . 
ments stressing the child's inadequacy; attitudes and actions 
that indicate a lack of respect or caring; a constant, barrage bf . 
criticism and humiliation. Sometimes there was no frank: r^ec- 
tion or_depreciatibn, just "a ybid iri the parerit-child relatibri- 
ship." The iriyestigStors say that the parerits "riiay or may riot 
be cbnscibusly aware: of their behavior.'' They say, too, that 
"depreciatibri bf the child pari b^ sBbwri through bver{>rbtectibri 
as well as through reje^^^ both attitudes cbrivey the basic 
riiessage of the child's inadequacy and wbrthlessriess.'' Conceiv- 
ably, the child's depressive bUtlbbk is caiised either by ''idehtifi- 
catibri with this negative view of himself or '*by a sense of 
alieriatibri frqfri irripbrtarit loye objects," or by both. 

Studies in Derimark strongly suggest that the relative iriipbr- 
tarice bf the twb^ factors cari be readily assessed. Iri childreri 
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who are at risk for psychosiis because they may have inherited 
a predispdsitidil for it, the genetic factor, rather than the qual- 
ity of the parent-child relationship, is of primary importance; 
When there is rid reason to suspect a genetic factor, however; 
the quality of the child's mental health seems to be strongly 
iriflUehced by that of the parent-child relationship 



DETECTING CHILDHOOD DEPRESSION EARLY 

indications of- depression in children — particularly when 
something has gone wrong at home, playground, or school — are 
quite common, as Cytryn ^nd McKnew point out. Usually, 
though, they do not las! long. The problem is judged to be 
depressive illness when it continues for at least several months 
"and is associated with severe impairment of the child's scho- 
lastic and social adjustment and with distarbances" in eating 
arid sleeping. "In more serious casea the child's, thinking is 
affected by feelings of despair and hopelessness, general retar- 
dation, and, iri the severe form, by suicidal thoughts:" 

In the best position to detect early indications of childhood 
depression, these investigators say, is the pediatrician or the 
family physician. Each knows the family's history and the 
parent-child relationship "arid can observe the qhild directly for 
any sign of depressive mood and behavior.-' Also in a strategic 
position is the school or child ^guidance cliriic. 

The doctor's role may be particularly vaSable in suspected 
cases of masked depression, "in which the. rhild is usually 
regarded by the family [and often by the.school]. as delinquent 
or lazy." The doctor may try to investigate the rase himself 
"through the Use of simple playroom techniques. wbdclL will 
elicit fantasy material in drawings, dreams, or selected projec- 
tive tests or he may . . . refer the child to a psychiatrist^ in 
either case, if the suspicion of a masked depressive reaction js 
confirmed, the all-tdo-freqUeht mishandling of such cases will 
have been avoided." 

Any person evaluating or treatirig a depressed parent, Cytryri 
and McKnew advise, should "iriquire about the emdtib^l 
status of the patient's children . . . :. " Conversely, all child 
psychiatrists, when seeing depressed children, "should consider 
that a similar disorder may exist in the parents and siblings.'* 
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TREATING DEPRESSED eHltDREN 

When the child is ydUnger than 8 years did, arid when the 
illness has Tidt been very severe dr df Idng duratidn, Cytryn and 
McKriew select parental cduriselirig as "Usually the treatment 
of chdice." ThrdUgh sUch cdUriselirig an attempt is made to 
change parental or other family practices, iricludirig depreci- 
ation of the child and preventable losses of loved adults, which 
are damaging to the child's feeling df selfwdrth. Otherwise 
these authorities advise family therapy, which includes the 
affected child, often coupled with individual psychotherapy for 
the ybuhg patient. Where the child has lost a major loved one, 
"the family needs help arid guidance iri providing adequate 
substitutes either from its own ranks or frprri outside resources. 
Where there have been frequent early losses, the family is 
encouraged to help compensate by increased involvement with 
the child." 

These psychiatrists point oat that many families, particularly 
those in which a child has a masked depression, "respond 
better to direct guidance and emotional support" than to the 
traditional interpretive and nondifective form of psychothera- 
py. "Of cdUrse," they add, "there \are situations where tradi- 
tional psychiatric interventidn df any kind is ndt feasible. In 
sUch cases, the psychiatrist may have td cdllabdrate with cdm- 
rriUriity resdUrces such as jUveriile cdurt, halfway hdUses, fdster 
hdrries, arid everi the police." 

In adults, a wide variety of antidepressive drugs — iricludirig 
lithium carbonate, which is virtually a specific for treating 
manic-depressive, or bipolar, illness and then for preventing or 
markedly reducing the frequency and intensity of future at- 
tacks — have been proved efficacious. Bipolar illness is rare in 
children, so lithium is rarely used with them. The other anti- 
depressives are being more widely used, but no comprehensive 
ev^uation has beea made of their effectiveness. However, in 
laboratory work witk Rhesus monkey iiahies that had reached 
the stage jofjdespair tretreating to a corner of the cage^ ceasing 
ta vocalize,- and refusing food and WRterJ^ antidepressant drugs 
have been shown to reverse the symptoms. 

Another majdr questidn for research, in addition to the effec- 
tiveness df antidepressant miedicatidn in youngsters, is whether 
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or riot childhood depression'^leads, or predisposes, to adult de- 
pressidri. 
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Micky at birth weighed almost 8 pounds and appeared to be 

frfectly healthy, yet hg^showed no pleasure when held by his 
rents and did not fesp^nd to their smiles or other shows of 
^ffection: His motor deveiapment was normal, and he walked 
'when he was Vo months;^. But he never babbled. When he 
was 18 months old,* he said sbrriethirig that sgunded like '^5^''^ it 
was his first and last word. By the time he was 2 1/2 years old, 
he was completely uhihterested in social relations and totally 
unconcerned by separation from his parents; Dxiring the next 
few years he remained easily distracted and^ very hyperactiye. 
He was either extremely anxious-or extremely lethargic. He 
also swung between periods of - aggression directed at himself 
and periods of aggression directed at others. - 

At 7 1/2, Micky was attractive and bright eyed, but his only 
attempts at cdmmunicatiorf.AverG "u^hining to his mother, to 
indicate hunger" and aggressive lunges toward, the rriedical 
staff of the hospital^where he had been: taken for treatment. 
The doctors- could find no specific neurological or biochemical 
abnormalities: They prescribed one of the pheridthiazihe drugs 
commonly used against schizophrenia. For a while he im- 
proved, showing decreased activity and increased social rela-- 
tions, "and for the first time he was able to follow simple 
instructions." After 4 months, though, he lost these gains, and 
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"even with mUnipulation _of the medication, there was no way 
of reducing his activity ^and_destructiveness.'* Because life was 
becbmihg harder and harder for his family, Micky was ad- 
mitted to a residential treatment inkitution. 

During the first 4 months in the sc^iool, he made edu- 
cational and social gains. Then, again, at age 8 1/2 
years, he had another radical mbold shift, which left 
him uncqntrpllable, banging his head ^11 day, arid 
bruismg himself. During this time, he seemed uncon- 
t^^o^l^ble, airid at times he required restraints to pre- 
vent him: from, hurting himself. He then had another 
shitt, and he would sit for hours, holding a riUrse's 
hand^apparently in great distress and muttering "uh, 
Uh. Hejml4ed his hair, leaving wide Hreas ^)f baldriess* 
^ A detailed nearol^igical arid riietabolic evaluation was 
performed^ revealing him to be thinner, more dis- 
tressed, and ev^ more socially unresponsive than he 
had been 1 year before, but otherwise with no iridica- 
ticJTife of any central-nerVdUs-systerii disturbance. 

-^ Mfeky suffers frdrii '-primary, childhood autisnr" His story is 
told by child psychiatrist Donald J, Cohen, Associate Professor 
of Pediatrics, Psychiatry, and Psychology at the Yale Universi- 
ty. School of Medicirie and Child Study Center .Cohen, who fp*" 
also Psychiatric Director of the_ Children's Clinicariiesearch 
Center, Yale University School of Medjcine, is one of the coun- 
try's Jeading authorities bri autism and several other neuropsy- 
chiatric disorders of childreri which are discussed in this- arti- 
cle. Although these disorders still have many puzzling kspects, 
authorities such as Cohen are riiaking progress in distinguish- 
mg one from _the other, elucidatirig subgroups^ getting at the 
basic causes, and testing drugs arid other forms _of treatment. 

-in addition to Micky s classical or primary autism, there is a 
condition known as "secondary childhood autism." develop- 
ment and behavior in this type may be almost the saina as in 
the other, hot the trouble seems to be secondary to recognized 
disturbances, -such as brairi damage associated with measles or 
with lead poisojiing, inborn errors of metabolis_m, and a type of 
blindness (retroiental fibro sdriietirries followkg the ad- 

ministration of too much oxygeri to premature infgfUs at birth. 
--Gn& child out of every 3,000 has autism. The condition may 
he- noticeable from 4he very start. The child's attention may 
fade in and out. He 41 likely to be uncomfortable when held. He 
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may. cry almost without let up.W he may seem unusually ^ 
quieL Around the age of U his maii^ccupatidri may be- looking ^ 
at his fingers or banging his head against the crib— for hours— 
or he may become occupied with one toy and reject everything 
else; L 

Research concerning autistic and ot^er developmentally dis- 
abled children requires an integr^d team of experts with 
special cbrripetehcies and interests: The core research team at 
the Yale Child Study Center working with. £ohen includes a 
developmental psychologist and educator, Barbara Caparulo; a 
research child psychiatrist, Dr. J. Gerald Yoong; and other 
research associates. They g^ork in collaboration- with other 
clinical investigators — Dr. Bennett Shaywitz, a pediatrLC neu- 
rologist whoj^eads the section on pediatric neurolo^ ^^l^^ 
Dr. Myron Genel, the chief of the section on pediatric endocri-. 
nology; and Dr. Julian Ferhblt, a chil^-gsychiatrist who special- 
izes in psychosomatic disorders of earTy^^fidhood. In addition, 
nenroradiologists, pharmacb^bgists, psychologists^ and human 
geneticists join in coll:al)brative research projects '^Svhich no one 
could undertake alone. _ ' - - - 

Biologically oriented cJiAical research with children is expen- 
sive.- During research hospitalization, disturbed children re- 
quire private nursing care and the almost full-time attention bf 
a researcher. Specialized tests and laboratory procedures may 
cost hundreds bf dollars. Thus, a several-day research study of 
one autistic child may cost over $1,500 ia time, laboratory 
studies, and hospital cbsts. The research of the Cohen group is 
funded by several sources, both public and privMe. The Chil- 
dren's Clinical vResearch Center is supported by the Division of 
Research Resciurces, National Institutes of Health. A special 
Mental Health Clinical Research Center will be opened as the 
result bf a 1977 award frbrn the National Institate. of Mental 
Health; co-directors will be Cohen and psychiatrist Malcolin 
Bowers. Private foundations, sUch as the William-T: Grant 
Foundation and the Ford FbUndatiOn, have funded certain as- 
pects of the research. Mbst gratifying, according to Cohen, has 
been the support of private dbhbrs whose involvement in the 
research stems from being parents bf children who have^the 
disabilites being investigated. 
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• MENTAL ILLNESS AND THE FAMILY 

THE SADDEST DISEASE ^ V ' I 

Of all the afnictibhs of childhood, primary autism may well 
be fhe saddest because its core symptom, in Cohen's words, is 
"the inability to relate to people arid social situations in a 
normal way^' Even to the mother, the autistic infant riiay 
respond no more warnlly than toll piece of stririg or a flash- 
light: This inability is accompanied by aloofness, inaccessibility, 
arid lack '-of- interest "which superncially may resemble the 
picture presented by the most severely mentally retarded chi^ld. 
However^ the -autistic child's usually normal developmental 
landmarks and relativ-ely normal physical development differ- 
entiate this type of disorder from mental subnormality." 

Yet sortie autistic childl;^ri display ariiazirig word recogriitiori 
skills. The^' can read very well, arid they cari also repeat com- 
plex sentences read to therii. They cariribt explain, however, 
what 'they have read or heard. "Autistic childreri," CaparUlo 
and Cohen report, "are nbtorious for their abilities to repeat 
strings of sentences, to remember routes to places riibriths or 
years after first being exposed to them, to ribtice chariges iri the 
pJacemejit of^ furniture or the presence or absence bf tbys iri ari 
office, and to remember'dates and numbers . . . What seeriis 
to _be impaired -"is the significance or meaning of the objects, 
events^ and people, and relations among them, reflected in the 
written or aural rommunication. Examination usually un- 
covers nothing neurologicaliy wrong: 

For many years, as everi bccasibrially tbday, autism was laid 
at the parents' feet. Fathers arid mbthers were judged tb be 
cold> to show little more thari a polite iriterest- iri their child, tb 
be incapable of extending love. Many parents — iri particular, 
many- mothers — grieved for years because of the surmises bf 
child experts: 

Cbheri puts it this way: "The hope during th^l940s arid 
1950s that brie woUld firid parerits tb blarrie was bbth^eari arid, 
yet, bptiriiistic. If aUtisrii cbUld be caUsed by parerital feelirigs 
and action, we wbuld have a rriUch greater serise bf cbrivictibri 
in the power of envirbn mental provisibri arid bptimisrii abbUt 
what could be potentially undone. Today, however, parerits bf 
autistic xrhildren are considered i;cLbe like the parerits of other 
haadicapped children whose care poses inhuman burdens. Par- 
ents are usually unhappy, worried, angry, discouraged, and 



DONALD J. COHEN 



747 



exiiaUsted. But they are not, as a group, unconcerned or aniav- 
fng." Many of parents of the autistic children studied by 
Cohen keep their children home father than send them to a 
residential treatment facility >Arid for these parents, "mari^l 
strife, separation, and divorce are ^almost expected outcomes," 
because an autistic child places an 'Mmpossible stress" on a 
marriage. ^ »s 

Instead of environment, congenital eridbwmerit may somehow 
be playing a hand. A number of investigators^ including 
Cohen's group, have found a ''relatively high: incidence of de- 
pression, language difficulties, severe psychological distur- 
bances, and anxiety or eccentricity in the blood relatives of 
autistic children." _ : ^ 

Notions about the root of the ironbie are beginning to accu- 
rnulate, and these have nothing to do witfr relationships within 
the family. One basic probiem appears to be the autistic child s 
inability to generate rules for_ deaiing__withL_information rer 
ceived through the senses— or- even to understand these rules 
when they are explained: Caparuio.^ni Cohen, for example, 
have studied a bright, autistic lO-yeat-oid who liked ip draw a 
popular restaurant over and over ^gain: His drawings were 
accurate; obviously he had a sense/of size: Yet, when he was 
asked to arrange eight geometric Siiapes according to size^ he 
was baffled. In other words, he could draw a building according 
to scale, but he could not understand the concept of smaller 
and larger. 

In some autistic childrerj^^ another problem seerris to be an 
abribrrhality or dysfunctipri in the body's systern for regulating 
the state of arousal arid atteritiori. For example, the rate at 
which the heart works arid the blood flows usually changes as 
states of attention charij:e. But Cbheri arid ari associate fbUrid 
that in the nibsl disturbed childreri such rates did riot follow 
the nbrriial patterri. Such cliildreri app^eritly were actually 
rejecting: sensbry riiessa^es that iri bther childreri led to higher 
levels bf arbusal. Cbheri believes that such rejectibri is riot 
voluntary but is caused by sbme abribrhiality iri the ability to 
process external stiriiuli. Recent wbrk iri tlje laboratories bf 
Cohen and other irivestigatbrs suggests that the riibst disturbed 
of the children may be alriibst habitually in a state bf hypervi- 
gilance. Such a state "riiay^be assbciated with recurrerit cbgrii- 
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tive confusion arid a compensatory withdrawal arid turning 
iriward bfatteritibri to avoid erivirorimental bombardment." 

Far frbrn tryirig to be contrary or to cause pain arid grief, the 
autistic child, iriipaired cbgriitively arid atteritibrially, riiay be 
siriiply trying "to iriipbse brder bri his world." Mariy of his 
syriiptbriis, the Yale investigators point out, **rnay be seen as / 
compensatory .mechanisms." As one IH-year-old movingly ex- 
plained: "I am sad about my body, but It's na good, to be sad: 
You should try to make jokes when you're feeling sad:" 

Soriie aspects of autism, Cohen speculates, may be associated 
with overactivity of the dopamine system. Dopamine is one of 
the so-cailed "biogenic amines"- essential for proper brain func- 
tioning: It is, in fact^ a neurotransmitter: bike other neuro- 
transmitters, each apparently acting in its own portion or por- 
tions of the central nervous system, it carries from one nerve 
cell to another, at an unbelievable speed, the electrical signals 
propagated in the brain. A transmitter serves in effect as a 
bridge over the synapses^ or the tiny clefts between nerve cells. 

Cohen notes that drugs, such as haloperidol &nd phenothia- 
zines, which inhibit dopamine action, have therapeutic value in 
some cases of autism, while drugs such as the stimulant, dex- 
troamphetamine, which increases that actibn,: exacerbate the 
symptoms. Moreover, in the cerebrospinal fluid of severely au- 
tistic children, he has ibund greater quantities of dbparriirie 
breakdown products. This discpvery suggests that iri these chil- 
dren an excess ambuht of tf is brain chemical is beirig manufac- 
tured arid broken down. It| release arid catabblism have beeri 
shbwri tb be greatly affected by stress. It riiay well be that, as 
seems tb be the case iri schizbphreriia arid depression, in autism 
a distUrbarice iri thb neufotcansmission system may help cause 
the stress, instead of the other way around: How-ever^as^ Cohen 
is the first to point out, a great deal of research by a number of 
investigatt)rB will be needed to establish the truth or falsity of 
these and related ideas: 

Nonetheless, the recent discovery- by. other scientiats^ of^ 
groups or neurotransmitters quite different from those found 
earlier -seems- only to strengthen the transmitters' importance 
to mental-health: The new groups have been named the '/enke- 
phalins" and the "endorphins." Ghemically, they are peptidiss, 
or combinations of amino acids^ which in.turn are the building 
blocks of protein. Cohen and J. Gerald Young point out that 
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the: newly i'oand compounds afTect the processing of sensory 
and emotional signals and '/may be involved in mbdulatihg 
P4|in and pleasure." They have w^ide implications for under- 
, standing ^nd-treating a variety of mental illnesses. Among the^ 
subjects to be investigated, or re-investigated, as the result of 
the new findings, these_researchers list **the turning av^ay from 
sensory stimulation and tfie unusual sensitivities of sbrne autis- 
tic children,'- the hypervigilance of psychotics, the inability of 
clinically depressed persons to experience pleasure, and the 
nature of drug dependency. 

Other investigators have found that one of the main hor^ 
mbhes, triiddbthyrdriirie, produced by the thyroid gland, makes 
for. i^prdvemeht in sdme cases of autism. Cohen's group, in 
turn, finds that some autistic children show mark^ swings— 
ranging from /i^^thyrdid td the ^yperthyroid level in a few 
days— in the amount df thyrdjcine, another principal thyroid 
hormbne. Because df these and earlier findings, Cohen and 
bther researchers are studying the way in which thyroid hor- 
mones affect the metabolism df brain neUrdtransmitters. 
_ One role of thyroid hormone, Cbh^en suggests, may be to 
sensitize neurons to the effect of the varibus trarismittihg 
agents. When the flow of thyroid hormones is reduced for some 
reason, the brain .tries to maintain a steady state by increasing- 
their production and use. On the other hand^ when these cbm- 
pounds are produced too rapidly, the brain signals the thyrdid 

Cd ease up: _ 

^he rriarked swings of a thyroid hormone. noted in ^ev^rely 
&utrstic children riiay go hand in hand, under this hypothesis, 
witjh^rdad swings in behavior. Thus the effectiveness of thy- 
rpidJjfe may be related to its "dampening of fluctu- 

atidhs.A 

-V- - , - ^- . . ^ 

Another factor apparently at wdrk in at least some cases of 
autism isV higher-thah-average arridUht df lead in the blood, 
which everi\iri nbrrrial children can lead td disordered behavior 
such as irrit&bility and lessened atteritidri. The Yale investi^a- 
tors found these higher levels— in some cases well above the 
toxic mark— ambng autistic children as a group. Presumably 
they arise b^caiise rnahy sUch children take into their mouths 
a wide variety bl^ inedible material, some of it containing leacL 
The lessbri is tha^t autistic children should be tested for the 
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preseJrico of load in the bloodstream, though they rarely are. 
Lead does not cause autism, but it can add to the problems. 

What happens to autistic children 4a they grow into adoles- 
cence aridf then adulthood?. Most of them rernain in institutions 
Or are pUjced there. Cohen and his fellow workers report the 
feelingK of a d<?voted mother, who had spent every day with her 
son diiring his first 17 years, when she fixst brought him to a 
residential center. knew, that xis_ soon as i brought him 
there," she said, **he wouii be. as happy as he was at home. He 
didn't seenn to miss me for a minute:" But Cohen estimates 
that there are a "fortunate 10 to 15 percent of older autistic 
individuals'! with language abilities and improved social rela- 
tions who may seem merely odd, eccentric, or very immature.'' 
in socijil situations, their behavior: 

!_ _* H^yA^ly J^cks &p^^ the hard 

' , work:pthcy and their parents and teachers. have, put 
i^^t^':'^^:^cation.-T4ie^ taught social conven- 

ift-^tions, for example, how to say "fine, thank you," in- 
stead of honestly responding with a discussion of their 
daily lives when they are asked how they are doing. 

I^^ischool, such autK individuals may show areas of 
high intejlectuat ability and may learn to read well, 
yet their cbmprehensibn may be relatively limited, and 
the information they acquire' may be of very question- 
able value. The older autistic; individual's speech usual- 
ly remains deliberate and stiff. 

J ^ spite of major irh prove me hts, these older individuals 
remain anxious and perhaps depressed as they recog- 
nize their limitations; they rnay have ocld mannerisms 
or flapping behavior, especially when they are Upset or 
excited, and they may be unable to engage in imagina- 
tive activities or work or play in a mutually meaning- 
ful way with others. 

For the less fortunate autistic child whose language 
- does riot progress, behavior during the school age and 
adotescent years remains clearly continuous with that 
of the preschool years. His overactive behavior may 
decrease with training but his ability to cdmmti^hicatiB 
. . or relate with peers or adults may be extremely 
limited. . : . 
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eHlLDHOOD APHASIA 

Perhaps the most common symptom oE preschaoi childreji 
referred to child-development clinics, Cohen reports^ and .cer- 
tainly the most common symptom that brings autistic children 
to child-development specialists, is slowness in beginning _to 
talk. Among such children is a subgroup diagnosed as havinjg 
primary childhood aphasia, "usually defined as the failure to 
develop, or difficulty in Using, language and speech in the 
absence of mental retardation, deafness, Or a primary emotion- 
al disorder." (Other terms used for the same condition are 
"cbrigehital apHa&ia" and /'idiopathic acquired aphasia," both 
meaning essentially that the cause is Uhkridwri.) It differs from 
adult aphasia becaiise the latter is a loss of 'language — follow- 
ing braih: damage caused by a stroke, tumor, accideritv or ill- . 
ness. In childhood aphasia, though, there is a failure to •acquire 
language. 

Among 30 childrjen^ with primary childhood aphasia studied 
by Cohen and Caparuio,^ many itnot moat had been diagnosed 
at some time as autistic. However, "char_acteristically their 
gestation and dehvery were normal, the firsLyear or two of life 
was completely uneventful, and the child was thonght to be a 
healthy, sdcfally attentive youngster by his second birthday: 
Then, som^ltime between age 3 and 4, the family became in - 
creasihglyyanxidUs about slow language development: Usuallj^ 
by the late preschool years, the child began to show increasing 
activity, difficulties in deploying attention, and irritability: If 
seen in a psychiatric facility, the diagnosis of childhood autism 
might have been made, although parents were quite clear that 
the child showed warrri, social attachment, pafticularly to his 
mother, and could make Use of mime and gesture in a meaning- 
ful way . . . ." Autistic children, in contrast, "do not establish 
meaningful affective relations, and they often actively resist 
making social ^contact , . . However, aphasic children do 
become "increasingly agitated atid disturbed as they recognize 
t'ijeir difficulties in cbmmuhicatihg." Arribrig children with pri- 
mary or congenital aphasia, sbme have ah additional difficulty: 
They cannot Histihguish ehvirbhrriehtal sburi'ds, such as a cat's 
meow or a dbg s bark. Earlier investigators designated their 
trouble as "congenital auditory irriperceptibn." 
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There art? several other groups oi ciu.u..-^.. "r—-^ ■ _ 
tJ'rLs severe than the congenital condmon. One ma^^ 
gr^up is called ••developmentar' becaose .t occurs shghtly^ ater 
fn childhood: ehildren with that type may achieve the ije_ot 
entences, Cohen -ports, vv-hile children w.th^conjn. al^ 

frenerallv do not develop the use of even phrases, -in gener 
afc'hild apRgsics comprehend language much better ^UjanUiey 
«roducp it They are alike, too. in having more social attach- 

P'°T "heir barents than Autistic children- have, and 

ments-w.ith their parents uia ^ _^ . 

sometimes w.th many other people ^ as w^ell. And they give 
evidence of a well-integrated imaginative lite. _ • ^ 

Some clinicians believe that autism and childhood aphasia 
are Jated but Cohen points to a fundamental bio ogical difrer- 
'The electroencephalograms, or EEG-s. Of autxstic children 



■.oT;'^'no;;;;ai;;;^borderHne^ 
immaturity or lack of symmetry." But the EECL of an .aphasic 
I'd -moi often reveals dramatic, °/ith' 
charge " These "may be most clear overlying the area of lan^ 
Sage function, but may also exist in the occipital or ^^ 
- Hpmis^here The EEG seizure patterns are not associated 
minor nemispnere. inc - r . occur 
with clinical seizures [as in epilepsy]; m fact they may 
several times a moSent without any clinical change. ^_ _ 
Tnterestinelv though, the use of medicines that^ generally 
pr^STo reduce the number of seizures in an epileptic d^s 
ESLes wOr..wi| a|^^ clnldre. ^o^J^ 
reduction of paroxysmal bli-U activity ^^'^ ; . , 

erat fymg improvement in tne language : , ^h^or- 
Tnh^slc hhild " This suggests "that the paroxysmal EEG abnor 
^rfv mav represent f cOrtical disturbance and One intimately 
Tnvol^d it't^e organ of language and ability to learn 

and use language." . 
This investigator continues: 

Aphakic children may^ create f^^^ ^^g^ ^^^J^^S^ 
ertoire of sighs and gestures A^d^may c^^^^^^ 

iSl^^an^Jl^^.'SSt^S^ 

UD nlw avenues of social interaction and allow^_ the 

mmsmi 
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shown imprdvement in their general functibriihg. arid 
the ability to learn a reasonably extensive repert^^^^ 
of §igB&. However, in contrast wjth children with apha- 
sia, those with autism remain sevCTely Hmited in their 
use of J:estures, which they never acquire spontaneous- 
ly, and their gesture and mime ilarnguage remain ste- 
rebtyped and directed by immediate needs, rather than 
by the w^ish to make social relationships more accessi- 
ble. ...._./._ 
Still, says Cohen, there are just as good reasons for associat- 
ing childhood aphasia with primary childhood autism as there 
are foe completely distinguishing between thern. "Perhaps the 
most persuasive evidence of a fundamental relationship : : ^ 
comes from studies of sibships.". The Yale group ife studying 
several -families, each of \vhich has several children. And in 
each case^ one of the children has symptoms of autism, another 
of aphasia, a third of a delay iri acquiring language. Further, 
**The family hislon.& of children with autism sometimes reveal 
relatives with defSyed language characteristics, arid this is a 
finding which, is 4^ite characteristic of the families of children 
, with childhood aphasia." __ 

Continued study of the likenes^ and <the differences among 
many childhood disorders, Cohen is sure, will lead to enhanced 
mearis of treatmerit. He points out^ iuc instance, that autipm, 
obsessive^bmpulsive ''character disorders," mental retardation, 
and a condition discussed later, tourette s syndrome, although 
all seemirigly quite disparate, do havje one feature in comriibn — 
the display of repetitive, stylized behavior. If researchers can 
find the basis for controlling such behavior in one . disorder, 
they can go bri to show how thatJb^avior is biologically linked 
to or set apart from the other disorders. 

As the aphasic child grows older, Cohen reports, "every in- 
vestigation has found increasirig hyperactivity and lack of abili- 
ty to attend." Other uriiversal behaviors include "aggressive- 
ness, distractibility, riiemdry defect, imraaturity and silliness, 
seclusiveness, social withdrawal, reduced abilky to deal with 
abstract thirikirig, arid variability of performance on I Q tests." 

This investigator notes that "the serise of immaturity and 
silliness observed in most aphasic childreri is heightened by an 
intensely clinging and symbiotic riiother-child relationship, in 
which the child sees his mother, who is often the only person 
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who understands him, as representing Ihe only stable and reli- 
able source of emotional and social support:" 

Cohen points also to_ the misery caused by disagreement 
among physicians. "Disturbances in the parent-child, Usually 
mother-child, relationships also stem from _the difficulties en- 
countered in the course of seeking a diagnosis and treatment; 
As parents, persevere; in trying to find appropriate education 
arid care, for their xhild. they often receive confiicting and 
cbrifusirip opinions. For years they may be the only ones who 
remain convinced that the child is not hopelessly retarded or 
autistic. In the process, they may become progressively more 
protective arid defensive." 

As brie exariiple of the confusion and misery visited upon 
parerits, Cohen cites a 19G9 report : by another investigator: 
During a 5-year period^ but bf 24 children diagnosed as schizo- 
phrenic or autistic arid referred by child specialists or psychiat- 
ric units to special schools, percent were found to be pri- 
marily aphasic with secbridary autistic reactibri." 

What happeris as the aphasic youngster grows up? Usually, 
Caparulb arid Cbheri agree, the lariguage difficulties persist 
well into adblescerice: "Most bfteri the child increases his word 
dictionary, sometimes at a startlirig rate siriiilar to the earl:y 
:^P^*'^ normal 2-year-blds. Cbriibiriing these words 
into syntacticaUy correct seriterices remairis difficult, however 
. ^ ; : Words connoting abstract qualities like teriipbral relatibris 
and affective states or emotions remain elusive . . . 
_ I n addition to the treat merit procedures riieritibried earlier, 
behavior-modification techniques have beeri Used successfully 
with aphasic children and aiso with autistib children to cbritrbl 
hyperactivity and to increase attention span. Basically, these 
techniques reward a child imraediatel^- far behavior desired by 
the teacher, therapist, or parent and ignore other behavior (or 
immediately punish the child, for itL 

For the treatment of severe language impairment, whether 
associated with childhood aphasia or with autism, Cohen offers 
seyerar recommendations. Such' impairment, he observes, .re- 
quires '^intensive, individualized, and often one-to-one special 
education in which the acquisition of verbal and basic cognitive 
skills is stressed. With specialized education and a minimal 
riUrriber of interruptibris, lastinj^ over yeans some of those chil- 
dreri riiay rriake remarkable progress. It has appeared to us 
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that 'sUrnmer vacations' ifom special educational programs are 
tO:be avoided, as these often Lead to loss of skills acquired only 
with a great deal of energy from child and teacher^ Children do 
best with a teacher with whom they may work over the course 
of several years. This continuity is especially important for the 
most develbpmeritaliy disabled children. For some of the apha- 
sic children, in particular, the introduction of a sign language _ 
(American Language of the Deaf) has proven to be extremely 
valuable . . . . Instruction in sign language provides the child, 
and family, with a brbader range of gestures. We have also 
observed changes in the behavior of several mute, autistic chil- 
dren once they were able to communicate in a more symbolic 
way with adults." 



ATYPieAL PERSONALITY DEVELOPMENT 

Gbheh calls this name "a_grah-bag term." He uses it to de- 
scribe those children who fromjhe very first years of life seem 
to have rriarked deviations in "personality development and in 
the formation of warm and appropriate social relations. At^ 
other designation for this group is "early onset, nonautistic, 
childhood psychosis." At every- age these atypical or psychotic 
children seem to have some deviations in.the way they relate 
to people, difficulties in the control of impulses, and problems 
in acquiring age-appropriate skills. 



. . . cfiildreh with aWpical personuM^^ 
dWetopmeM *^ fielped to modulate 
their dhxiely and to progress slowiu 
forming trusting reiations with adults. 



As the investigator notes, these are very much like the diffi- 
culties of autistic children. But the children with atypical per- 
sonality development do become attached to other people^ 
Moreover, they have discriminating attachfnents: They become 
attached to their mother, for example, but not to a stranger. 
Autistic children, though, will go off as readily with a stranger 
as with their riiother. 
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Then, ;too, chiidren^^^^ personality development 

have mi|ch more organic impairment. They have a history of 
traumatic deliveries; their EEGs are abnormal; their facial ap- 
pearance is often unusual. Autistic children tend to look much 
like their parents and siblings, while those with atypical per- 
sonality development "often look as though they belong to an- 
other family." Moreover, their disturbance is less severe than 
the autistic child s, thpugti later on it may_develop into child- 
hood schizophrenia. Finally, Cohen has found, the children 
with atypical personality, unlike those with autism, tend to 
come from families that are stressed or disorganized; 
, A variety of causes or of symptoms suggesting a caUse has 
been found in Cohen s group of such children; J\mong them are 
brain damage from lack of oxygen 'at the time of birth, epilep- 
tic-like seizures, arid hypothyroidism. However, "often, the bio- 
logical predispdsitiori seems compounded or even overwhelmed 
by the strains in the family and the stresses imposed on the 
child." This finding contrasts with what the investigator has 
found in chilahood aut|srri. 

Children with atyplfcal personality development^ suffering 
from anxiety," learriing problems, and difficulty in forming 
:^^^^^^"i^"ts, ODheri notes, can sometimes be very much 
helped -by early psychotherapy. In individual treatment or in 
treatment in small groups, sUch as dpne under the direction of 
Dr. Saily Provence at the Yale Child Study Center, children 
with atypical personiility develdpriient can be helped to modu- 
late their anxiety and to progress slowly iri- forming trusting 
relations with adults: Jji addition, their parents can benefit 
from guidance tfet helps tte^ their child's indi- 

vidual sensitivit^s and needs, as well as to deal rridre effective- 
ly jwith their own interpersonal and psychological problems. 

Strengthening the family life and improving parerital compe- 
tence can; have immediate impiict on the child's development. 
Some children with atypica[ development may benefit frbrii 
medication; rrtany will require speciai education or education 
desigried to be more resppnsive to their individual needs. 

Recently, atypical personality development has been cbricep- 
tually related to one end of the spectruin-^of childhood difficul- 
ties known as "minima! cerebral dysfunction" or "minimal 
brain dariiage" IMBD). Children with MBD often suffer from 
cognitive problems, hyperactivity, impulsiveness, and immature • 
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peSonajities. It has been hypothesized that the rribst extreme 
form of this disturbance may be, or may appear to bci one type 
of atypical personality development. For some children with 
MBD, stiiTiulant medication may help. 

psYeHbsbeiAt dwarfism 

Yale investigators in the Children's Clinical Research Center 
arid Child Study Center are also working to elucidate the 
caUses arid treatment of another peculiar arid disturbing condi- 
tion iri chilclreri kribwri as "psychdsbcial dwarfism." It is char- 
acterized by a marked redUctibri iri physical development and 
by iriiriiatUrity iri behavibr. It does not respond to growth hor- 
riibries. Arid it seerils to occur only in families facing an abnor- 
riial ambUrit bf stress. 

When psychosocial dwarfs are hospitalized, Cohen arid other 
researchers haye found that they show "a reriiarkable accelera- 
tion iri physical growth." Before br at the start bf the hbspital 
stayi tests show that their prbdUctibri bf the grbwth hbrmbrie 
has been blurited. With hospitalizatibri, though, this prbductibri 
swirigs back to rtbrriial. *'SUch childreri, iri hbspitals," Cbheri 
says, "bfteri display a vbracibUs appetite, abribrriialities bf sleep- 
ing, arid short atteritibri. Hbwever, irilprbveriierit rilay come 
with iri a few weeks, br a few rilbriths at riibst. It brings nbrtnal- 
izatibri bf sleepirig pattetris, arid appetite, arid better social 
relatibris." 

More and more such cases are bein^seeri at uriiversity arid 
other hbspitals with large childncare departriierit^ becaUse, 
Cohen suspectsi such children used tb be diagribsed as tevirig 
an endocririblpgical abribrriiality. *'BUt ribw," he cbritiriUes, "we 
can test much better for fytUitary fUnctibri, arid we cari say, 
'Nb, theyVe riot like thb§e bther childreri '—those with real 
pituitary disease, the hypbpitUitary dwarfs. Those are children 
frbrii a ribrriial erivirbrimerit whb fail tb grow. They respond to 
grbwth hbrriibrie; the psychosocial dwarfs ... do not." 

The cbriditidn occurs iri all social classes but jDrbbably iri brily 
the rnost disbrgariized fariiilies. Cbheri s cblleagUey, Drs. Feshblt • 
and Genel, have studied several sUch childreri bver Ibrig peribds 
of tirrie, One child studied by Cbheri was brbUght tb the hospital 
for evalUatibri wheri he was 12 br 13 but looked (> or ?♦ Various 
dbctbrs had sUspected a chronic gastrointestinal pro^jem or 
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perhaps ^'chTomc- pulmonary disease. -The bay came from a 
middle-class family and had developed normally during the 
first few years. But when- his fktherJeft to serve in the army 
for several years, the- mother became depressed and the child 
greatly- reduced-his eating. Just before it \^s time for him to 
start 5cliaoi, the boy was eating hardly anything; by first or 
second grade, his linear growth had stopped. When brought to 
the hospital, he was very small, very immatune, and depressed. 
But endocrinplogically he was sound. His growth hormones 
were noTmalJ 

How do doctors treat such a child? ^ 

Cohen answers: "We give them psychological support, love, 
an atmosphere in which they are not constantly experiencing 
anxiety, an5 the opportunity to learn how to take pleasure in 
normal eating. „ 

"For any long-term success, though," Cohen continues, ''the 
parents have to be educated, or re-educated, to parenting.'- 
Among-Other things, this means they must recognize the need 
for calmness, order, and discipline in the home; the impbrtahce 
of the parental presence; and the need for fjarerital interest ih' 
the child— not feigned but geriuirie interest so that the child 
really knows he has ^mebrie who will listen to and help him 
do something about ; his troubles and worries. And children 
have more worries than rribst adults either remember or be- 
lieve. Where there is ho capable parent available, an appropri- 
ate, substitute rriust be foUrid. 

The investigator calls attehtibri to a disorder known ais "an- 
orexia nervbsa,*' br refusal to eat because of psychological aver- 
cbncern about bbesity, which occurs primarily among adol^^ 
cents arid ybUrig adults arid results in dangerous weighL losses. 
''Why in some ways," he asks, "isn't--the appetite disorder in 
these psychosocial dwarfs similar to what we see in' some young 
people later on?" He and his- group have been intrigued by the 
possibility that -psychosocial dwarfism is provolj^ by the stress 
andanxiety of the preschool years, while ano?exid nervosa is in 
some way triggered by the endocrinological changes of adbles- 
cence. But he is inclined to think that the twb coriditibris are 
separate rather than related. 

At the basis of the trouble in psychbsbcial dwarfism, Cbheri 
hypothesizes, is a disturbance in the metabblisrii bf the brain 
chemicals known as "bibgeriic ariiines." This disturbance affects 
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the -functioning- of -the_ hypot^alamic-pitaitary gland system, 
whose many jobs include the arousal or suppressiorf of appetite. 

Why, Usually, is only one child in a stressed family afflicted? 
Cohen answers with another question: Why, Usually, is only 
one child in a family autistic? In the forrner case, Cohen re- 
ports, "most investigators have looked for, and have found, 
difficulties in parent-child relations/' But Cohen wonders if 
psychosocial dwarfism does not, at least in part, result from an 
&j5erration in some of the children themselves. In other words, 
tnere may be something in the^ child^ — something in the work- 
ings of the brain chemicals — that with more than average ease 
goes out of kilter under family^ stress. To Cohen, such an hy- 
pothesis is consistent with the observation of the disturbances 
in parent-child relationships 'produced by autistic children. He 
hopes "it will not be necessary for a generation of parents of 
children with psychosocial dwarfism to be made to suffer the 
same torment at the hands of caregivers as have the parents of 
autistic children from 1943 until the early 1970s:" 

- - ^ ■ - % 

TOURETTE'S SYNDROME ' [- 

The Cohen group has also studied and successfully treated a 
strange: and disconcerting condition, less rare than cpmmbnly 
believedi known as^ *Tpurette's syndrome'* or \-chronrc, multi- 
ple-tic syndrome." It is first manifested by tic-like blinks and 
grimaces in the early school years. As the ihvestigatbr points 
out, transient tics are quite common in kiridergarteri_ and first- 
grade children. But in children with Tburette's syridrpme, the 
behavior spreads. Instead of involving just blirikihg and grimac- 
ing, it comes to include shbulder jerks, body jerks, arid theri, 
oftSri, repeated riibveriierits such as shpulder shruggirig, hand 
jerking, or kickirig. The persbri also riiakes little noises, "which 
rriay sound like whispering or the whistle of little mice"; later 
he rriay say words albUd; finally, without apparerit reasdri arid 
with rid rriearis of coritfdl, he may Idpse a tdrrerit df vulgar arid 
dbscerie language, to the dismay of thosse ardund him and to his 
own distress — particularly, as is often the case, if he is a sensi- 
tive, intelligent person. 

The irivestigatbr tells of 13-year-dld Berriard, whose trduble 
had first shdwri itself iri kiridergarteri but whd, iri spite df his 
jerkirig, writhirig, arid Uricdntrdllable sdUrids, became expert in 
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BStfv baseball and basketball: Reports Cohen: "His mpvements 
were attributed to 'an allergic or asthmatic personality^by a 
pediatrician. At age 12, k^pp^ared to be a very husky,_fnend- 
]y youngster, whose lan^ir<;omprehension and prijduction 
Were normal, whose in^gence was within the nornial range, 
and who was able t^orm warm and meaningful social rela- 
tions," even though fie was teased for his jerks, grimaces, and 

sounds. . 1 ^ _ 

To treat the youngster, eohen used slowly increasii^ doses oj 
haloperidbl, a drug^ften used in treating schizophrenia, though 
probably not to the same extent as chlorpromazine and other, 
phenothiazines These slowly increasing doses completely 
Eliminated all the symptoms," Cohen reports. At a certain levej 
of medication, Bernard was able to Say that i,e felt l>ke making 
a movement or saying a word, but could mhibit it. At a higher 
level he no longer Telt the Urge. When the medicine was re- 
duced,' several of the movements reappeared. When it was in- 
creased a little, the movements were agam controlled. _ 
In the case of this grimacing jerking, spontaneous sound- 
making condition, how does l^Hdol work? Apparent 
same w^y it seems to wbrk^schizophrema.^ Agmnst that 
major psychotic illness, haloperidoi and certain other com- 
pounds appear to act by blocking, at least to^son^e extent, the 
action of the neurotransmitter knowti as dopamine. This 
action was discussed earlier in the section on autism^ _ 
Children like Bernard, Cohen suggests, may liaye a norma^ 
amount of dopamine (in any event, their spinal flmd contains a 
robably normal livel of dopamine's breakdown ProdUCtB^but 
^ay be abnormally sensitive to it. This reasoning 
the children's responses no^only to a ^^P^'^-^^^'^^gif 
haloperidoi, but also to a stimulant drug. When a child like 
Bernard is given such^ drug, his symptoms increase, presun,- 
ahly because of increased dopamine in a system which is al- 
ready oversensitive to it" _ 

Cohen and Shaywitz have also thrown light on what may be 
at least one basic biological djsorder in hyperkinetic or hyper- 
active youngsters-excitable children who have toub e concen- 
tra Sg The dopamine turnover rates in the central nervou. 
iystels Of such, children, meaning the ^^^ ^^^"^^^^ 
3e "appear to be relatively reduced,',' an indication that their 
ip'ply of dopamine may be lower than average. Cohen points 
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out that such children beneTit from stimulant drligs, which 
presumably increase the availability^ of dbpamihe, jUst as in his 
view they, would be expected to do. On the other hand, children 
with either Tourette's syndrome or autisrri have elevated levels 
of dopamine turnover, an indication that they are producing 
too much of this transmitter. As expected, stimulant drugs 
make these children wbrse. : 

Each of ihe- severe disturbances of early childhbbd^albrig 
withuits subgroups— discussed here reflects in Cbhen's view ''a 
variety af^interacting metabolic, genetic and ehvirbrimeritSl 
forces;"- Basic to each may be disturbances in the brain systems 
whose proper functioning depends upbri the cbrrect arridtlrit and 
functioning of dopamine. And at least brie ameliorative factor 
seems to be medicine that cbntrbts the bUtpUt fcr Use of that 
brain chemical. 

DETEetjNG AND DOING SDMETHLNG ABOUT 
bEVEbOPMENTAL DIFFICULTIES 

How can parents recognize when they need help? _ 
When the child is ah ihfanl, Cohen points to a number of 
cautibriary signs— for example: 

• Slbw rriotbr development: not crawling by 7 months for in- 
stance, or riot wa.lking by 16 months. 

• Failure to form social attachments, such as smiling at a few 
months of age, knowing the parents as special people by 6 
months, showing separation worries at 8 br 9 mbriths. 

• Slowness in comprehending lariguage arid iri talking: for 
instance, not saying a sirigle word at 1 year, riot responding 
to his/her name br to voices, riot Usirig many words by 18 
mbhths. 

• UriusUjil serisitivities and irritability: 

• Problems in eating or in sleeping. 

m Failure to show normal physical growth. 

• Failure ^to dembhstrate ribrmal feelirigs of pleasure and 
pain. :^ 

Uuring the ^od^^^^ years, indication that the parents need 
help is prbvided, for example, by the childs hyperactivity, ag- 
gressiveness, arid failure to advance his language skills. 
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During the preschool and early school -years, some of the help- 
needed signals are troubles in learning, particularly in reading, 
unusual fears and preoccupations, or jDrbblerris in paying atten- 
tion. _ 

When parents notice such problems or are worried about 
anything- eiseL they- consider abnormal, what should they do? 
Cohen advisesL Turn to specialists for guidance. The first of 
these is -the child's :pediatrician or the family d6ctor.;^f the 
parents feel that. the. physician has not understoo(d pr seems 
uninterested in the problem, or if both the physician and the 
parents feel the need for further advice, they should seek but 
specialists.-~mainly child psychiatrists and psychologists spe^ 
cializing in chUdren's deyelopment — who can perform develbpn 
mental evaluations. . . . . 

Just what is involved in such an evaluation? Gohen answers: 

The developmenjta^^ Levaluatibh of a yoiing ch ild shdUld 
include.thoroagh physical evaluation, including assess- 
ment bf generalr health, $ehsdry functioning (hearing,^ 
sight), and neurological status. Often, this may require ■ 
labaratbry tests such as Urinalysis, scfeening-fof genet-, 
ic disorders; an electroencephalogram (EEG)i blbbd 
tests, landnbther procedures, depending on thejpature pf 
the chiid's problems. Careful observation and deyelbp- 
mental^ testing, per a specially trained pro- 

fessional, may require several visits to assess a ehilds 
developmental level and areas of particular difficulty^ 
Repetition of such testing over the course- of i^month^ 
niay_ be needed to determine if there is progress or 
deterioration. Since children's develoimenti O^^^ in 
the cdnteikt of family life, careful: sociaJ evaluation of 
the family is generally required. A sbeiaj^worker. ph^^ 
siciah, or psychologist may spend a nhmber of hours 
vath the parents, learjiing ahbut their ow^^ 
arid the way in which the family^s current functioning 
might innuence:_the:child. :pn_the basis of careful a^^^ 
sessment, a: diagnostic team may arrive at a specific 
diagnosis which ca^n be <^bnyeyfed to the parent. The 
major function of the diagnostic assessment is to for- 
mulate a plan of action or remediation, not to decide 
on a "label" for a child. There ^jrf^severa] pbssib^ie 
resuUfr of a diagnostic assessment: Tne parents may be 
reassured that their child's deyelopment is withjnjthe 
normal range or that his difficulties are transient./^ 
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They may be given parental guictoiee abbu 
relate to a specific Expect ot^their\child's personality, 
e.g., how to deal with his sensitiviSy or irritability^, or 
how to help the child through^ jarticularly difficalt 
I^Fidd. The child may require special psychiatric, psy- 
chological, *or educational helprancJ-thiB 'diagpost^^^ 
\ sissm^Ht^an help the fmrents and Brofessionals struc- 

\ tare a comprehensive program for a (jhild wHeri this is 

\ necessary. - ♦ 



i&^ child with develbpmehtal diffi<julties proceeds toward 
adolescence and beyond, Cohen rerhihds Us, his needs mU3t;B^. 
conataiitly reassessed to make sure that he is receij^Mg the N 
appropirlate type of help. A medicine or other therapeutic pro- 
cedure; that ^Ly-5av^i>i&en helpful at bne^tage of growth may 
be ukeiess aSj^other. Gbnt^^^ new discoveries may have 

mad^ fnore effective ireatmen^i^^ The best hope i& that 
welUi^ined professioiials--rnclt likely to be found in clinics 
arid bjther institutions associated with medical schbols^will 
work idgether as the child's^ adv^ate. This means wbrkmg to 
advan^fce his cause on all fronts— medical, rehabilitative, educa- 
tibhai, gbverrimerital, and social: i j i i:::: : 

The challenges are strbhg arid riUmerdUs. "While remaining 
appropriately land judicibUsly bptimistic about further under^ 
standing of the biology bf developriierit," Cohen notes, *-wb 
should, keep in mind that the best we cari offer most children 
with severe developmental disturbarices today is good humane 
cate:'V He adds that '-for the vast riiajbrity bf children with 
autism in the United States today, even these basic^jieeds are 
not satisfied." ^ 

Iri the lorig run, as Cohen emphasizes, :the best hope for the 
preveritibri or amelioration of the major disbrders bf early 
childhbbd lies in research: The trainbg: of Tmore researchers 
arid the support— gdverrimental and -private, including individ- 
ual^bf rribre research into the basic causes and treatment of 
these disbrders wbUld certainly pay off -Within a year? Perhaps 
ribt. Withiri a decade? Very probably,, particularly if the move 
toward fribre arid more cooperative research. (cooperative both 
within arid dmohg iristitutions) continues Yet within recent 
years, gbvernriierit pblicy has been toward iess support. 
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CONDlflQNS HELPING EW0TlbNAL HEALTH ■ ' 
^Asked what he would say to a parent who wanted to know 
what hVshe coald do to ensure the emotional health of her 
child, this child psychiatrist replied: 

"Oh, I would say, 'Have fun with your child; have fun with 
you*- husband or wife,' The most important thing a parent can 
do-assuming that the child is within the range of normal 
health-is to enjoy what he or she is doing with their children 
L would say: 'Don;t worry-there are no gimmicks or gadgets 
that are really important, and there's no curriculum they 
should use with their L- or 2- or 3-year-old child. An overzeal- 
ous concern about mechanical things will distract them from 
something very important-the sense- of pleasure in doing ' 
something gratifying and watching something grdw.'" 

Among other essentials for a child's healthy development 
Lbheri believes, are these: 

• The parents should be sufficiently available so that the 
child can foriji a trusting relationship with them. 

• The parents should rbspect the child's individaality as well 
as their own special needs and competencies: . : 

• There should be consistency in handling. The child should 
not have to experience either numerous or disruptive 
changes but should be given enough hew experience to be 
stimulated. 

• The parents should feel comfortable in asking for guidance, 
when they need it. • ' 
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QF PSYCHOTIC CHILDREN 
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As the parent of an qutistic child, one is more 
ridiculous than heroic— like a sludging, slosh- 
ing infantry soldier in a nuclear age. 

—Josh Greenfeld, A Child Called Noah 



TEACCH is, loosely, the acronym for Training and Education 
of -Autistic. .Psychotic and Related Communications Handi- 
capped efiildren. Divisipp TEACCH is the organization that 
does the TEAeCHing. It is something like a boot camp for the 
parents of troubled children, a training ground where mothers 
and fathers are shaped into teachers and therapists. At five 
TEACCH centers scattered across North Carolina, parenS 
learn the techniques that the professionals use to reach and 
train psychotic children. These parents become their own pro- 
fessiorials,^kj&iis at helping th^^ 

Parents: n^S special training just to raise a psychotic child. 
Skills and habits that normal children master as a inatter--of 
course^dressirig, going to the toilet, bathing— ar^, ^or.^ome 
psychotic children, major battles to be woit-A^word, a gesture, 
or a facial expression cart take jnonths to learn, if ever learned 
at all. Every week, parent and child gatd a TEACCH center for 
guidance in working out the drills that help the child learn 
such basic skills: At home, every day, they carry out the 
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drills — slogging their way towlird some sort of imperfect victo- 

ry^ - - - - ^ - 

For a place that-depends so heaviiy. on drill instruction^ a 
TEA6CH center has an oddly casual air about it. There 'a rtoth- 
ing in dress or manner to distinguish a ^taff worker from a 
parent. There's little to suggest a hierarchy ahiong the staff. 
Therapists, administrators, and teachers wear their profession- 
al credentials like bid uniforms grown too snug to be buttoned 
comfortably. 

During their first visit or two, mothers may be noticeably 
distressed, fathers nervous. Their worries soon subside. Parents 
learn that they: can afford ihe prbgrarhi because they pay little 
or hbthing in direct fees. They learn that they will no Ibhger 
have tb passive witnesses to therapeutic mahipulatipn bf 
their psychotic child, that they themselves can dasbrriethihg tb 
help. They learn that they can nurture this child and are as 
indispensable to him as they are tb a ribrmal bhe». They are 
assured that they won't have to surrender their troubled sdri or 
daughter to institutidnis and profess id nal^. But they alsd are 
awakened td their child's limitations. Most learn that there is 
nothing they or anyone else can do td assure normal li^ves for 
their children^ And they get help in trying to live with this 
hope-shattering realization: 

Division TEACCH is a statewide, largely State-suppofted pro- 
gram, which is closely allied with the public school system. In 
addition to the live- diagnostic and treatment cen ters^ it oper- 
ates^ some 25 classrooms that ^re located near ihe centers, in 
regular public Bchool buildings^ Administrative headquarters 
are on the second floor of an old nurses' dorm across an alley 
from the sprawling hospital and medical school complex at the 
Uniyersity of North Carblina in Chapel Hill. > 

TEAGGH director and cofounder. Dr. Eric Schopler, is a psy- 
chologist who has spjent the better part of his professional 
career working with psychotic children and their parents. Like 
the prbgram itself, Schbpler has ho discernible pretehsibhs. If 
he's running the rbugh equivalent of a boot camp, then he does 
it with hb hint bf a lockstep style. He and his staff march tb 
the tUhe of each child's requirements, each family's resources. 
His method is pragmatic, flexible, and hUrriarie. It seems td 
wdrk, and it seems td keep Schdpler tied td the real wdrld 
when he steps back td examine the nature of childhood psycho- 
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sis. Theoretical flightfl-df-fahcy, cbmmbh in this subject, are not 
evident in his work. 



PARENTa|AS THERAPISTS 

X' It was evidently Schopler's down-to-earth traits that first got 
him interested in training parents as cbtherapjstSj. Early in his 
career he began to questibhi, examine, and finally reject the 
belief that: parents: were to blame |or their child's psychotic 
conditibh. In Schbpler s view, that belief grew but of the need 
of prbfessibnals, especially psychiatrists, to find a scapegoat for 
their scientific and therapeutic failures. He became convinced 
that if psychiatrists were not wedded to their theories, the;^ 
cbuld see what was in front of them. What Schqpler ^aw were 
jMirehts who were '*mdre like the victims than ^be -Creators of 
their child's i®ychc»is:''- He saw jiarents^ wha :desperately 
wanted to help thei^ children, who ap^nt time and money they 
didn't hava trekking^ around the country in search of a cure, 
Ck)ald anyone -be mor^ jnotivated to help a child than his own 
par^iS? eould^ny professional do aa well when parents spend 
80_much more time with the child? Does ahyohe better under- 
stand or care for a child? Who, after all, is r^iwnsible? Who is 
most likely to have a:(K)ntinuihg relationship w^ the child 10, 
20, 40 years hence? Who must plan for that future? Schbpler s 
questions led him back repeatedly to the parents. 

"~ " 1 ■ 

Could anyone 6€ morte to help 

a chiid than his own parents? 



A Pilot Study 

By 1966, Schbpler was ready to test the idea that if parente 
were taught the right techniques, they could ''treatV' their own 
psychotic children. The idea was compelling Jiot-onjy iiecause 
parents were highly motivated to^hel|x their children, hut also 
fecause there simply were not enough professional therapists 
to provide the ongoing,^ day-toKiay treatment that seemed to be 
required: FewmentS Jieaith facilities would even cbnsider ad- 
mitting chHdi^diagnc»ed as autistic or severely psychotic. 
Schopler started a pilot program for training parents as cother- 
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upists. Despite his dim view of psychiatric bcliei's about psy- 
chotic children, Schopler received the blessing and support of 
the Department. of Psychiatry in the University of North Caro 
liria SchcKjl of Medicine^ where he had been Director of Re- 
search Pevelbpmerit in the Child: Psychiatry Unit since 19(54. 
Robert J. Reichler^ a child psychiatrist who R"ad joined the 
department in 1965. cbllnborated on the pilot project. Except 
during Reicnler's 2-year absence between 19B7 arid 19(59, he arid 
Schopler have together guided the research arid treatment prch 
gram through the years. Their close cdllabbratiori erided wheri 
Relchlef moved to Seattle in 197G to become Director of the 
E)epartnient of Behavioral Sciences at Children's Orthopedic 
Hospital and Medical Center and also PfoTessdr of Child Psy- 
chiatry at the University of Washington. 

During the early pilot project, Schopler arid Reichler were 
working toward the goal of preparing very young psychotic 
children for school — an emphasis reflected in tKfe fact that the 
project received some support fr^m the U.S. Office of Educa- 
tion. At the time.^ they and other specialists believed that psy- 
chotic children, like those who were otherwise develdpmentally 
disabled-or ''cnltarally deprived,'* would be able to achieve 
some success in school if only they were identified and trained 
to overcome their handicaps before they staried- first grade. 
The pilot project was directed at specifying the ''precursors to 
school failure in childhood psychosis," as well as deveioping 
training techniques that could be taught to parents and clini- 
cians,, 

tike other investigators, ia the midrl960s Schopler- and 
Reichier believed that the "first-order Jiandicap" afflicting psy- 
chotic children,^ especially autistic children, was the inability to 
relate to other people. The assumption was that this fundamen- 
tal problem in human relatedness produced impairments in the 
child's emotional lire and in his cognitive abilities (that is, in 
perceivjrig, recbgnizirig, cbriceivingj judging; arid reasbriLng). Ex- 
p^rierice arid research have conviriced Schopler and Reichler 
that the scK:ial withdrawal characteristic of psychotic children 
results from their impairments of perception, iritelligerice, arid 
language — rather than the other way ardUrid. But the investi- 
gators' early emphasis on relationships reflected their commit- 
merit to involving parents in the treatment process, and it put 
them on the right track as they looked for specific techniques. 
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Schopler and Roichiof set out to improve ihe interaction be- 
tween parents and child as a first step towiird ameliorating the 
child's handicaps. Their team jvoa Id iipp roach each child on his 
own terms to learrt his strengths and weaknesses, talents arid 
deficiencies: f hen it waald gaide parents as they learned to 
reach their, child through whatever perceptual channels were 
open: Schopler and Reichler would also teach parents how to 
control the troublesome behavior problems—such asgvahderirig 
away, temper tantrums, arid bizarre body rribveriK^rits— that 
create turmoil in the family arid arigry arid arixidus feelings in 
its individual riieriibers. 

The pilot project proved that the treatment model had prom- 
ise. Parents vyelcpriied the trairiirig they received. Not only did 
it seem to help their child, but it helped thern to regain con fi. 
dence iri their abilities as parents. Many parents Oven devised 
therapeutic techniques of their own. Their children became 
easier to live with— a sdUrce Sf occasional Pleasure and pride. 
Because of this apparent sucreas, in i907 Schopler applied to 
the National Institute of Mental Health (NiMH) for a grant 
that would allow him to expand the pj lot project and test the 
treatment model systematically: NIMH supported the Child 

Research Project for G years. 

o • 

Division TEACCH 

As part of the treatriierit prograrii, parerits arid project staff 
met together brie everiirig a riibrith. Video tapes of each parent 
and child were shbwri arid discussed. Though not required, 
attendance at these meetings was high i)espite the parents- 
wide differerices iri edUcatibri and social status, they_aji partici- 
pated in the discussions. At the end of the Child Research 
Projects first year. Schopler reported that the meetings had 
given parents the opportunity to share problems and support 
each other in learning to accept the limitations of their chil- 
dren _ _ , 

About that time, Schopler and Reichler reminded the parerits 
that Ihe- research program would be ending long before they 
wouid be ready to give up the help it provided. At the erid bf 
tha program's second year, Schopler reported that the parents 
had accepted this challenge by formirig therriselvnes into the 
North Carolina Chapter bf the Natibrial Society for Autistic 
Children. At first, the grbup wbrked tb iricrease its member- 



772 



MENTAL ILLNESS AND THK FAMILY ^ 



ship, raise furidH, and promote rjesearch xind special education 
in public schools. Then the parentsL became politically active. 
They pressed for legislation^that would pr^jvide public educa- 
tion Tor children with autism and related disorders of cdmmU- 
nicatibh. Reichler drew up a draft of Ihe. legislation. The bill 
that was finally passed (without a dissenting vote) created 
TEACCH— the Institute for the Training and Education of Au- 
tistic and Cbmmui)ications Handlcapped^ChUdren. It was to 
become a division' within the University's Department of Psy- 
chiatry. 

Division TEAGeH, as it has come to be called, is one of the 
rare cases where a successSii^ federally funded, experimental 
treatment program was expanded and continued as ah ohgbihg 
part of State and local aervices. NIMH paid for a major share 
bf^ the cost of the experimental phase, -and then the State bf 
North Carpliria took: over to providfe continuing services for 
psychbtic children. The importance oftthis achievement should 
be emphasized. The transition was ordffly,^ the expansion was 
gradual, and there were few breaks in setvice to the children in 
the exj^rimehtal program. Even more remarkable, the 
TEACCH program has been extended to serve most of the State 
without sacrificing its abilit:y to treat one child at- a^ time ac- 
cording to his br her needs. Because it offers services democrat- 
ically and has resisted the pressure toward becoming bureau- 
oratic and Uriifbrm, Division TEACCH may be the most effec- 
tive statewide prbgram available to psychotic children in this 
country: 

Elsewhere, many parents of psychbtic children continue to be 
turned away when they seek help. Or they are frustrated and^ 
dissatisfied with the treatment their children do receive: Whole 
families still brgahize their lives and their bank accounts 
around taking care bf brie psychotic child. 

It is difficult to imagine how one smaiLchild can create sUch 
turrribil. What is this disorder? Why is it so intractable? Hbw 
db these children differ from other mentally handicapped chil-' 
dreri? 

{ 

CHILDHOOD PSYCHOSIS 

Psychosis^ in a chjld may be the most difficult of all mental 
disorders to understand, the most heartbreakirig to witness. 
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Here is a condition marked by paralyzing Fear, an afflictibri 
that suggests some awful despair grown out of defeat arid resig- 
nation. Yet it is visited on the very young, who are inexperi- 
enced in the wa^s of the jwbrld, too young to know guijt, top 
innocent to understand. They riiay act tortured, as if they 
sufTer uns|>eakable dread and unbearable pain. They might 
scream for hours with a 8hri41riess arid panic that psychbaria- 
lyst Williarii Gbldfarb has likened to the crying of a colicky or 
hungry baby. Or they riiight close Up, turn off, tUrie but, arid 
sperid as riiariy hbilrs quietly rocking their bodies, flapping 
their hands, twiddling their fingers, spinning their wheels. 
They are the inscrutable ones, the wanderers in the night, the 
lonely little creatures imprisoned by one of naturae jailers. It 
is little wonder that they stir deep passions in their parents 
and those who try to treat them and understand the nature of 
their disorder: 

Uritil the turn of the ceritUry, psychotic childreti were prob- 
ably grbUped with brain-damaged or retarded children and 
treated accordingly. About then, the medical community began 
recognizing the unUsUal speech- and behavior of these childrfin 
and came to see them as ps^^chotic. In 1943, Johns Hopkins 
University psychiatrist Leo Ksnner published a now-clfissic arr 
ticle describing 11- children with a pattern of symptoms which 
he eventually called eari^ -in/a 71 h/e autism^ Other investigators 
identified groups of children with other symptom constellations 
and coined such diagnostic labels as childhood schizophrenia, 
symbiotic psychosisy borderline psychoiic, and atypical x^ild. 

Even when these groups are considered together, psycnbi^s 
of early childhood a re rare. The best studiesto date have found 
that about 450 or 500 of every million children born are eventu- 
ally diagnosed as having a childhood psychosis. This figure may 
be far from accurate, however, because confusion oyer diagnos- 
tic labels makes it likely that inariy children are misdiagribsed. 
Dne puzzling but frequent bbservatibri is that childreri frbrii 
low-incbme families are not bfteri diagnosed ^aUtistic br psy- 
chptic. Beginning with Karirier, irivestigatbni have reported 
agairi arid again that disprbpbrtidnate numbers of autistic chil- 
dreri cbme from middle class and professional families (the 
reverse of the pattern for adult schizophrenia^ where working 
and lower class patients - predominate). Children in Ihe 
TEACCH program, who have access to treatment regardless of 
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their family's income, cbrrie from all sbcibecbridmic grbupS:- 
Whatever the rheahihg of this fact, it illustrates that much of 
what is known about childhood psychbsis is bpen tb qiiestibri 
simply because diagribstic ahd treatrrieht practiceig have been 
inconsistent even by the standards bf psychiatry, where diagh<> 
sis and treatment are alv^ys~Contrdversial topics. (For discus- 
sions of this issue see/nutter 1978a, Schopler 1978b, arid 
SchoEier-and Rutter 1^:) 

y^here is""Httle_ili«fHite bver twb characteristics bf childhbckl 
psychbsis, hbwever. Like bther developmental disabilities, boys 
are affected far mbre ofteri thari are girls. Fbur times as many 
boys as girls are diagribsed as psychbtic. Investigators alsb seem 
tb agree that psychbtic childreri are a remarkably diverse 
grbUp. Each one seems to have a UriiqUe pattern arid sequence 
bf attaining matUratibrial milestones — wheri they are attained 
at all A- psychotic child's abilities rarige up and ddwri the 
developmental ladder; he- may piece together complex puzzles 
when very young, yet never learn to speak. Behavior varies 
widely, too: Some psychotic children are hyperactive, iut more 
are slow and phlegmatic. Some scream and shout and have 
temper tantrums, while others are abnormally quiet and with- 
drawn. 

ThQ TEACCH Children " ; 

Partly because of this -variability, investigators have, spent 
huge amounts of time -and energy over the years attempting to 
define just what characterizes psychotic cfiildren. Recognizing 
that the issue was far from settled, Schopler and Reichler 
developed a "broad but descriptively explicit" system for rating 
the presence and severity of psychbsis in children referred to 
their project (Schopler and Reichler 1968 and 1971), Their 15- 
poiht rating scale was based bri nine criteria forriiUlated by E._ 
Mildred Creak (1963) arid her "British Wbrkirig Party." Of 
these criteria, four were later ideritified by British psychiatrist 
Michael Rutter {1978a) as being the cardirial features of yburig 
(Urider age 5) psychotic children: 

9 Severely abnormal or. delayed use of language and "prelan- 
guage skills" (such as the normal 2-year-old's rich babble) 

• Seriously impaired relationships with other people — aloof- 
ness, riegftfivism, or empty and impersonal interactions 
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• Strange rhahherisrris — stereotyped arid repetitive move- 
rrierits (such as rhythrriic rocking, spinning, and head bang- 
irig) — arid resistarice to change 

• An onset of these symptoms before the age of 30 months. 
Schopler and Eeichler followed Rutter s suggestion that the 

terxTi^ childhood psychosis be used to designate severely disor- 
dered children in whom these autistic characteristics are 
prominent. They came to use the term ctu^tsm iritercharigeably 
with childhood psychosis because the autistic features seem to 
be central. 



Most psychotic children are seriously re- 
tar ded* 



All of the children iri the pilot proj<^ arid the Child Re- 
search Project were {psychotic or aUtistic by this deflnition. 
Most were ''classically autistic," with the pattern of symptoms 
that Karirier had described. These are the ohildren who are 
often the most seribusly disturbed. Half neveriiearn to speak; 
those who do speak Usually Use Jariguage as if they don't know 
what it riiearis. Sbriie reverse pronouns, using yott when' they 
rrieari /. for exariiple. Sonie parrot back whatever is ^aid to 
them C'echdlalia." iri psychiatfic parlance)^ Some reverae prep- 
bsitidns. Autistic children are those whaseem moat alone^They 
ddri't greet their parents -wheir reunited after a separation. 
They don't follow them around the house the way normal 
toddlers trail after their parents. They don't lift their arms in 
anticipation of being picked up. They seem proToundly indiOer- 
ent. Their play is. repetitive and monotonous- They rarely: imi- 
tate adults at work: They can't seem to tolerate the slightest 
change in routine, room arrangements, clbthirig, or the patterri 
of play. Some perforrh amazing feats of meiribry arid calcUla- 
l^jon— the children psychblbgist Bernard Rimlarid " (1978) has 
called the ''autistic. s^ 

Most psychotic children, however, are seribusly retarded— 
evwi those who might shoNv islets bf normal intelligence br 
even genius, ^s many as 60 percent scbre 50 br less bri tests 
that measure IQ by means that db nbt require a kribwledge of 
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language; only about 20 percent score over 70 (Ritvo and Free- 
man 19771 Unlike most retarded children, autistic children 
have uneyen levels of ability. A 5-year-bld autistic child whose 
verbal abilities are ^oraparable to those of a normal 2-year-bld 
; might have the arithmetical skills of any ch'ild his age. 

About half of the children in the tEACCH program today 
are rated as psychotic. The rest- have a wide range of cdmrnUhi- 
cations disorders and, usually, behavior problems as well, they 
are accepted into Division TEAeCH because their needs for 
special education are_very similar to those of the autistic chil- 
dren. Of the entire TEACCH group, only a few children achieve 
IQ scores, in the normal range. Their retardation, their difficu*. 
ties with language' and otHer forms of communicatjon, and 
their troublesome behavior are all problems that the TEACCH 
techniques were designed to cbritrol in children who also have 
psychotic symptoms. 

A visit to a TEACCH center can be a disquieting experience 
simply because peace reigns there. New parents might show 
^^^^^ ^hildr But the 

wiJdxhild of the books is a rarity. And, despite the old and still 
commonly: held notion that parents of psychotic children— par- 
ticular J$^mothersr-^are emotionally cold, there is not a *'refrig- 
erato^ mother" in sighL Th^ children have a disafmirig appeal 
and^'attractiveness, some elusive .charm. Many parents and cli- 
nipians think that autistic^ children are unusually beautiful. 

Above all, psychotic chUdrea^re enigmatic, trying to under- 
stand them and to master the anguish they cause, parents have 
written enough books and articles to fdl a small library, these- ' 
reports arid the professional literature illustrate the wide r^ng^j^ 
of symptoms and behavior exhibited by t^se troubled childrenT^ 
Here are fragmerits frbrii the experiences of several young psy- 
chotic children, as related by their clinicians or parents (includ- 
ing som^from TEACCH): 

Short Takes 

As a baby, Charles was inactive. He lay in his crib jUst 
staring, as if hypnotized. Because he seemed ta enjoy music, his 
mother played records for him. By the time he was a year and 
a half, he cbuld discriminate between 18 ' symphonies; His 
mother reported that as soon as the first symphonic movement 
began, he would blurt but the composer s name. At about, the 
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Siime i\^e, ho started spinning toys, bottle lids, and cylinders; 
an activity that would cause him to "^^et severely excited and 
jump up and down with ecstasy." Later, his interest shifted to 
light reflections. "When he is iriterested in a thing," his mother 
said, "you cannot change it. He would pay rip atteritibri to irie 
arid show no recpgriitibri of rne if I €»nt€»red the robrri." His 
mbther was mbst iriipressed by his detachriierit arid iriaccessibil^ 
ity, "He walks as if he is in a shadow, lives in a wo rid o f h IS 
bwri where he can riot be reached." He repeated the exact words 
that others said, spoke of hiriiself in the second or third persbri. 
"He is destructive; the fUrnitUre in his room looks like it has 
hunks out of it. He will break a pUrple crayon into two parts 
and say, 'Y()U had a beautiful purple crayon and now it's two 
pieces. Look what you did;*" He hid feces around the house: But 
he never soiled himself in the nursery school. He waited until 
he got home: "He is proud of wetting, jumps, up, and down with 
ecstasy, says, 'Look at the big puddle he made."* (Kanner 1978, 
p: 25:) : * 



When Sally was less than a year old, she would scream when 
other family members failed ta sit in their casual chairs, and 
also when "the routine- of the daily walk was changed, if the 
order of the dishfes oji the *tray was altered, or when she was 
hindered in going through one special Sgor leading into the 
garden." She was obsessed with body functions. At 6, she had 
trouble relating to people; she spent a lot of time albrie. Her 
memory was: "pheridriierial," and she was uriusually: gbod^at 
solving i)uzzles that \yere too difficult, for bthers her age. 
(Kannef 1973, pp. 192:193.) / i o 



At 3, George would wander out the back dobr "like a little 
zombie,*' not looking where he was going, his head turned up tb 
the sky, J his finders riioying as if_:he were playing iriiagiriary 
castanets. When his rnbther had flrially taught' hirii to stay in 
the yard, Gebrge sudderijy started riding a tricycle "like he'd 
been ridirig it for years, like hje'd been bbrri tb ride it." As far 
as his mbther'kriew, he had never been oh it before. He played 
in his saridpile. He also started playing with his swingset, 
which before then only the neighbor kids and his- brother and 
sister had Used. He began to swing "like an old pro." One day. 
his mother looked out the window and saw 3-year-old iSeorge 
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blithely marching Mrel'oot over the top of the swingset, perfect- 
ly balanced_on a rfetal pipe: At (>. George couldn't speak. He 
banned his head against the^wall for hoars at a time. He slept 
in his parents' bed. Any change ill the household's routine 
would set off a temper tantrum. His mother recaila that .every 
stitch he put on his back had to be color coordinated, ^nd 
George had to wear exactly the same little costume every day. 
He vvbuldh't wear shoes. He seemed so incredibly dumb in some 
ways. He was in ho Way ready for scho_^But he was so keen 
about other things. He would pick door focks and get out of the 
house in the middle of the night or in the wee hours of the 
morning." (Reported by George's mother.) 



''Donna was frightened lest her body fall apart. In one in- 
stance she was observed to be staring at her hand and crying 
agitatedly *Will it fall off?'" (Gbldfarb 1969, p. 155.) 



Hank and his ramily came fro some distanceufbr their 
weekly sessions at the TEACCH center in , Chapel HiU. They 
stayed overnight near the University campus in the Carpliha 
Inn. Hank alwa5^r referred to the Iryi as the '^Carolina Out." 
The pun was not intentional, but a confusion of meaning cbupn 
led with a hghit of reversing prepdsitibns. (Reported by^ 
Schopler.j^^ 



/[Daniel clutched at his abdomen, ran wildly about his rbor 
_and screamed ^ith such apparent distress that he was ex^ini- 
ined for the possibility of an acute^abdominal condition. Hbwev- 
er, in time, it became cleat that he j-eacted to bowel urgency 
vyith panic aSd in each instance, he gave no evidence of remem- 
ing a^ grasping the faTniliar, rtiythmic nature of normal 
iw&lpftuli.'' (Goldfarb'tSeg^, p. 155.) 



: Pi^cb^fci's^mot her described her son, who waa -alrajost 3, iif 
tH|Se' words:: "I can'^be sure just when he stopped the imila- 
tioh of word sounds. It seems that he has gone. bar' ird men- 
tally gradually for the last two years. We: have th t it whs 
t)ecaUse he did not disclose what was 4n his heac .nat it was 
there all right. Nbw that he is rhaking so many sounds, it: is 
discdncerting because it is-ribw evident that he can't talk. 
Before, I thought he could if he drily would. He gave the impres- 
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$ ion of silent wisdom to me . , . . One puzzling and discouraging 
thing is the. great difilculty one has in getting his attention.'* 
(Quoted in Kahner 1973. p. 12.) 



A few rribriths before he turned 4, Tbrrimy was using about 
200 words, brie at a time, rievef in seriterices. His parerits 
enrolled him in a nursery school for normal S-year-olds. They 
had thought that being around children who used more lan- 
guage- than Tomniy- did- would improve his speech. Shortly 
thereafter, over a period of months, Tommy stopped talking 
completely. His behavior also changed. He stopped showing 
affection. His mothec thinks she rhade a mistake by putting 
him into the school. (Reported by Tommy's mother.) 

At 4, Nbah cbuld neither eat nor use the toilet by himself. 
Accbrdirig tb his father, Nbah never spoke with expressibri, his 
atteritibri spari was tb<!f short tb be ribticeabl^ he rarely played 
with toys, he never came when called by name. '*He was almost 
always lost in a world-^ whose activities consisted solely- of 
thread-pulling, -lint-picking, _blanket-sacking,_spontaneou8 gig- 
gling, inexplicable crying, eye-sqainting, iingerrtalking, wall- 
hagging, circle-walking, bed-boancing, head-nodding, and body- 
rocking.*' (Greenfeld 1972, pp, 97-98.) 

Growirig Up Autistic 

As autistic children grow up, their psychotic symptoms subh 
side. At or around the age of 5, many impairments that mark 
the young autistic child's socifil iiiteractipris beginAo clear up, 
according to the British expert Michael Rutter (1978a). Serious 
social difficulties usually continue, however. A child may l>e 
unable to play 'with otner children cooperatively. He may fail 
to make friends of his own. Many children seem to lack the 
ability to put themselves in someone else*s shoes, or even to 
perceive another person*s feelings and responsjes, 

Some autistic children who are only mildly reterd^ itat all, 
become painfully aware of their limitations during adolescence, 
Rutter points out. They are often ''deeply distressed ^y-^the gap 
betweeri their nl^ewly found desire to make close friends and 
their coritiriuirig incompetence.'* For the most part, these chil- 
dreri are Uriable tb regain ground lost during their early devel- 
bpmehtal years. 



>iofp^«gafe family topi 
Kptriiy|By proitcfi thut 

hit wiHJielp him to iltre 
ifwl itttingi who" ^ 



"tott of times George 
to be iroU^," his J 
tiltl^ he's made me 
knock him into the r 
Gep^ Hai ^^j^' J? 
hid been hugging hin 
pain only^ a mother cai 
of an auiittic or handii 



tlightfai person 
iay». "But at 
i I waht^ to 
af next wek." 
« ju^ after jhe 
It's tiie ft|n^_of 
►niy the mother 
person." __ 





George's mother, iw»pizjng that 
Her son hai Mme of the ''balkine^^ 
tfiat teenagers are known to have," 
Sies to give him more f wio^lpra than 
When he was yoiinger^"A teenager 
has ta resist a little bit He can't be 
treated like a robot." 
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In a 1977 article, TEACCH associate Jerrys L. Sldari and Eric 
Schopler sun^rharize the findings of a small nUrriber of followup 
studies on adolescents who _\yere diagnosed as autistic when 
they were young children. Sloan and Schopler observe that: 

• The "vast majority" of autistic adolescents are retarded in 
their intellectual fUrictidhirig. Many have IQs of 7G or 
under. . - ' ^ 

• Probably no more than- 5 to ,15 j^rcfet of the children 
studied had a "gCKxi'Voatcoine--doing well in academic, com- 
munity, and social spheres. Neither were these children 
accepted by their peers. Between 50 and 80 percent of the 
qhilSren shov M grossly maladaptive behavior and were at 
home vv^ithoui adequate programs or v^ere in iristitutibhs." 

• About half of the children in the follbwup studies had devel- 
oped the use of language; the earlier the child had succeed- 
ed in using language, the better his^^charices of a good over- 
all outcome. 

• Many had an dbVidUs organic impairment, such as a seizure 
disorder (a cdnditidn developed by 10 to 20 percent of the^ 
children by addlescence). 

• Few autistic adolescents— probably less than 5 percept— had 
*"'er been employed on a job. 

^ subject so beset by debate, most investigators do seem td 
ai^' __ thai one set of factors— IQ, language, and school perform- 
ance— is most predictive of the autistic child's chances for the 
future: if the persistently tests at 50 or below, the child will 
' prohably^l ways remain "groi^ ly handicapped" and never de^ 
velop language or hold a job; he is likely to spend his life in an 
institution,- and he is more prone to epilej)tic seizures than are 
other autistic children (Rutter 1978c). Children with normal 
scores ^ noiverbal IQ tests are likely to d^ well in school, but 
their performance varies widely. The "high-functibriirig" chil- 
dren, those with normal or above normal intelligence, are the 
ones who receive the attention of the popular press, Sbme have 
gone on tb college and beyond. But at best, even these former 
autistic dhildren often remain socially awkward. A recent 
report CSesLauriers 1978) describesithe case of Clarence, bhe bf 
the_ autistic children treated by Kanner. Through agbhizirig 
persistence and l^^s therapists help, Clarence was able tb 
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marry;, he may be the. drity former autistic child described in 
J;he literature who did rtiarry. 

typically, the. autistic children who do grow up into an 
adulthek>d where they can hold a job and liveiindependently 
show little interest in the opposite sex When Kanner Ickrated 
96 ybuhg adults whom he had diagnosed as autistic when they 
were children, he found that 11 were working and mairitaihihg 
themselves in society. 

They have not completely shed the fundamental per- 
sonality structure of early infantile autisf^but, with 
increa|ing selpassessm their middle t^ate teens, 

they expended considerable effort to fit themselves— 
I fMlly » ^ I \ >^e re-— to w h at : t h ey cam e^ tO: perc e i ve ^s 
commonly expected obligations. They made the::com- 
prdmise of being, yet r.n' appearing, alone and discbv^ 
ered means of interaction by joining groups in which 
they could make use of their predccupatidns, previdUs- 
!y immured iii self-limited, stereotypies, as shared *'hob- 
bies'Vin the company of others ... Life among people 
thus lost its former mehacirig aspects. [Kan her 1973, p. 
211:] u 

: :; it H:i:^/i : : 

THE EVOLUT10NX)f DEVELOPMENTAL THERAPY 

During t]b[^ .|'^^, ihyestigatbrs tried a great many tech- 
niques fojv^«|^^i psychotic children— including, as Schbpler 
arid ReichlerHlWl) have noted, "custodial isdlatibri, elect rocbh- 
vUlsive shock, drUg therapies, psychoanalytic therapy, operant 
cdnditidriirig, elect rdriic typewritefs, arid riiegaddse vitariiiri 
therapy." Pa re were mdrb or excluded frdrii^all df these 
methods of treatment. In some -rases,' the^exclusidri was tdtal: 
Many psychoanal>iicall^y orienti|(^<,t^r^ performed "parent- 
ectorhies.^V Belieyiijg that pari^^is vv^^^^^in^ t^ psychosis, 
these therapists thoti^ht it wa^ thei^mip^y.to, rescQp the chil- 
dren and provide institutional care for^wSS- 

Schopler saw no basis in fact fdr taking such extreriie actidris. 
His experience -had conyinced him that most. parents loved 
their childreti and wanted to^eep them.- He acknowledged 
that, in relation tb^fie psy4;hotic child, parents often "shaw 
perplexity, confSsion about jchild rearing; and a tendency to > 
vacillate between indulgence and rigidity." But he thought 
such behavior waT""hi5d_erst&ndable. Psychotic children caused 
similar reactforis in the!tt^»fet»r Why assume that the parents' 
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•behavior was anything else than a consequence of their child's 
extreme behavipr? After all, these parents^ seemed .jtd function 
adequately in other spheres of their lives and usually had 
other, normal children. 



\ Schopler and Reichler wanted 

a treatment model that tca^ grounded in 
experience, observation, and experimen' 
tat evidence. 



Such^ was the reasoning ihatjed Schopler:Ltp launch the pilot 
program that eventually became Division TEACCH. Aware of 
the history of overzealoup application of uri proven theory, he 
arid ReicFiler were deterrnir^ to develop a treatmerit, model 
that was grounded in experience, observatidh, arid Experimen- 
tal evidence their assumptions were explicit. Iri addition to 
their supposition that parents are ribrmal, ^esearch^ evidence 
led them to conclude that: __ : 

• The causes of childhood psychosis are multiple, and it i^ 
rarely possible to determine-the specific* cause of any brie 
ehilds disorder. In all probability, some brain abnorriiality 
is the primary causes It is manifested in impairriierits iri 
perceptidri and onderstending, whicfi in turn result iri the 
Characteristic -^behavToral and language prbbtems. Just 
which symptonis appear in any one child deperids on the 
child's age, the time of onset, and the severity of the impair- 

ment: _ 

m Every child's development guided Sy both biological proc- 
esses and interactioris with parents. The psychotic child s 
biblbgicol iijipairrMrits^ are bound to upset these interac- 
' tioris. By riot responding to attention and cajre, the psychotic 
child teridS to /r^Jstrate and alienate his parents— to give 
"negative reinforcement," in behayibrist terina ^ 
^chopler and Reichler believed that if parents^could learn to 
understand tfieir child^a abilities and limitations, they could 
adjust theix expectatibris, rid themselves or^^^ and learn to 
get along. Theri the way would be ^^lear for them to get_back to 
the business bf helping their child grow and learn. Schopler 
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and Reichler called their treatment model "develbprrierital 
therapy'- to underscore the point, that all children change rap- 
idly and that: developmental therapy was designed to foster 
growth in children whose development is .asaaliy uneven. By 
emphasizirig development, the investigators wished to remind 
therapists that they could understand a psychotic child and 
know how to help hirri by recognizing that, In so'me activities, 
he will respond much as a younger child would. _ 
-In devising their treatment method, Sc ho pier and Reich ler 
picked from a smorgasbord of techniques used to treat children 
with jDthef kinds of handicaps. For example, to capture the 
attentioii of children who seemed unable either to hear of 
understand what was said to them, Schopler and Reichler took 
a lesson from, the deaf, who compensate for their jack of hear- 
ing by depending on jsight and other senses^ the investigators 
believed that psychotic, children, too, may^ be reached more 
^ easily through touch andsight: Schopler |ind Reichler borrowed 
from the Montessori model and provi4ed play areas arid class- 
rooms that allowed exploration__wii}iih limited boundaries drily; 
they reasoned that psychotic "children, who have trouble brga- 
riizirig their experience, would feel and hehave better if some 
structure viere imposed upon them. Schopler and Reichler de- 
cided to use operant conditioiiing techniques. to control such 
problems as temper taritrums. Based on the age-old. principle of 
encouraging desired behavior bj^ rewarding it, operant condi- 
tioning had recently beeri used successfully with autistic chiL- 
dren: some children, for exampl^, learned to^say a few words 
when they were rewarded with c^nd3^ for making successively 
closer apjiroximations to the cdrrect sound. (It was later 
'^^''"^^ ^^^j^^^:'?'?^^^ were Usually beirigj parroted, not under- 
stood. But the conditioning techniques worked weU fof chang- 
ing behavior.) The techniques tind the further advantage of 
being easily taught, the kind of Procedure parents could learn 
to use at home. 1 



Project got underway, Schopler and^eichlers developmental 
therapy y^as practiced in mUch the way it is today. It remains a 
flexible therapy; one which incdrpdrates new ideas and new 
practices routinely: Techniques and methods have been refined 



in Practice 



»- 



By the time the 6-year, NIMH^i 
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Q» the years, and classrooms have been added to the pto. 

^fam. But the experience of the first families, those whoJook 
part in the research project, was simila^^^ 
families now at Division TEACCH. Perhaps tlae -program s 
single most important feature is its continued emphasis on the 
individual chilci and his or her family's needs: For that reason, 
there i^nb one treatment plan. : :i : 

With the first families, Schdpler himself conducted the diag- 
npstic session with the child. He would take the-^il4 into a 
playrcK)m with a one-way mirror^ ijne wall. ^bservefs in an 
adjoining room fated the child's behavior: Bsing^ a box of toys, 
puzzles, and <:andy, Schopler wo_uld lead the child through p 
standard routine designed tO-eti«ft responses that would |nd^ 
cate the child's level of development and specific impairmehts. 
For example, to test the child's p)erception of sound, &hbpler 
would call to him from ever-increasing distances. 

While the diagnostic ses$ioa was going on, the parents would 
tell another 5taff jTieriibef what they had noticed about their 
child^their everyday observations and experiences. Then, each 
parent would take the child into the playroom^ give Him candy, 
play with him (using the child's own toys), then get the child to 
help pat the toys back in a box. Meanwhile, in the observation 
room, the treatment team woulji evaluate strengths and distur- 
bances in the child's relationship with each parent. The ses- 
sions also gave parents an idea of how they would be expected 
to work with their child at home. Not only was the diagnostic 
procedui-e used to determine whether the child niet' the study's 

Criteria for admission; it also gave Schopler and his colleagues 
some idea of how to start the treatment program: 

Opce admitted, each child was evaluated for educational po- 
tential and assigned to a therapist^ who largely determined the 
direction of the therapeutic program^ Treatment decisions were 
based on very practical considerations: Were techniques availa- 
ble for reaching this particular child, techniques that could also 
be demonstrated to parents in an understandable way? The 
first problem was often a behavioral one. Many of the children 
were- out of control by the time they had reached the Child 
Research Project. The parents, by then, had ^'adopted an air of 
resignation in accepting anything the child does." 
- In 45.minute sessions held twice a week, the therapist dem- 
onstrated how to reach or control the child while one of the"- 
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parents watched from the observation booth. A "parent-consul- 
tant" sat with the other parent and pointed out what w-as going 
on or ans^red questions. The focus for each session was deter- 
mined in^dvance by the therapist and parent-consaitant to- 
gether. 

Once the chiJd was paying attention, the sessions were likely 
to be directed at trying to improve the child's responsiveness to 
adults, his motivation to do well on various tasks, his communi- 
cativeness, and his perceptions. To improve responsiveness, for 
example, Schopler and Reichler would hot allow the child to 
move about the room or use any object— or do dn;y^;im^— 
without th^ mediatidri of the adult. "Gradually, as the chUd 
? takes_^tfae_adalt into account, increasing degrees of frustration 
^''^ ^"ch as demanding some actipri or task before 

satisfying the child's wishes." For some children-those who 
seamed not to be able to see or hear— the therapists would 
swing the chilj^eh or play with them in much the same way 
thalt a parent might play with an infant. The goal was to get 
theH:hildren to pay attehtibh and to encourage them to_ imitate 
signals or words indicating that they, the children, wanted to 
playithe game again. 



Parents 'need to become experts on 
their own aniistic child. " 

' ■ — :^ 

In a 1971 article, Schopler^ and Reichler pointed but the 
advantages of demonstrating therapeutic techniques to parents; 

• It avoids the "mystique ond_nnfounded authority*' of thera- 
pists reporting back from some private observation. 

• It discourages therapists from making recommendations to 
parents which are "more easily made than carried out:" 

• It stimulates competition between therapist and parent and 
gives the parents a model to follow. 

• Parents can understand direct demonstratioJis easier than 
they can verbal instructions or inter^etations; 
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• It aiidws parents the chance to see that therapists^too, must 
struggle, become frustrated, and occasionally make -rnis- 
takes. As a result, parents *^become less self-critical and are 
better able to resufne responsibility for the bond with their 
j)wn child:" z 

in the same article, Schopler and Reichler observed that 
before parents can draw dn their own successful experience at 
rearing other children and adapt it to their psychotic child, 
they must develop "a degree of selfK^bhscibushess inappropriate 
to normal child rearing. Indeed, they heed to become experts 
oh their own autistic child." ^^N. 

Besides the dempnstratibh sessibner parents were given a 
horfie prbgrarri, which clearly spelled but objectives, methods, 
arid materials for working with the child in daily sessions. In 
their wbrk with the first families, Schopler and Reichler found 
that fathers sometimes were more ready and able to work with 
'the child at home tben the mothers were, especiajly ju^t after 
treatment began, "when the mother ielt jjost defeg^ed ami 



less." Although both -pareats were exMcted to snare me 
home sessions, mothers - eventually workeS^ ri^ore frequently 

with the children than did fathers. „ , 

Periodically, the parents demonstrated their home program 
in the playr^m while the xhild's therapist and the parents' 
cdnsultant-observed. Although nervous at first, sooner or later 
most parents, actually asked for additional sessions to shbjty 
some jrew, proud development. The parents reported that th^ 
enjayed the home sessions, when they set aside tiriie to help the 
child control a symptom or learri a skill. TherajDists fourid^hat 
designing the home program arid^^aining the parents tbu$ 
such techniques as op>erarit cbridiffthihg were relatively easy 
tasks, By coritrast, problems in sleeping, eating, and toilet- 
training were trials. One exarnple: 

One child did not go to^M until^leyen o'clock. He sat 
in -the living room rocking himse^^^ for a half hour 
eve^ riight,_and -then. slept in his parents' bed every 
night. This had been going on for several ye^rs. The 
parent consultant helped the parents to divide this 
bedtime problem into several j Units, Firsti^the rbckirig 
chair was rribved into the child's bedroom as was a 
' radio he liked listening tb. After he becarne accUs- 
/ tomed to this change he was consistently moved from 
the parents' tb h*s own bed. A difficult struggle 
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.. ensued, requiring parents to move the child 15 times to 
jMis own bed during the first few nights. Within three 
^weeks, however, he was sleei>in^ in his own bed. 
[Schopler and Reichler 1971, p. 96:] 

Parents were asked to keep logs bri the child s progress. 
Every day, they noted changes in the child's responses to e^cH 
part ©f the home program. Once a week, they rated the child's 
other behavior at hoine. This log, along with the demoifstra- 
tions, was used to assess the parents' involvement and effec^ve- 
ness: ' _ 

By the end of the first year, Schdplet could report that the 
parents met the heavy demands exceptidrially well. Of the ses- 
sions that could have been held for all parents, for instance, 
only^ percent were canceled, almost always for good reason. 
The parents were rarely late, and they turned in daily logs fay 
nearly every day: Not only did ihey. participate regularly, but 
they also eagerly conformed to' the treatment, stractar^. At 
first, when they were most insecure,^ they t^ded to Be ''excesr 
sively conscientious." As they became moxe comfortable with 
the role of cbtherapist, jthey introduced inqcvkU^ and occa- 
sionally even musterec^the nerve to protSl^iJigainst the re- 
searchers\ heayj^ dem 

The children progress^ at ^eatly. different rates. One child 
with a saccessfal outcome was rated severely psychotic when 
he began treatment during the . pilot project. He cDuld nojt 
speak, was unable to: relate to^nyon'e, and had an IQ oi^ 57. 
After 3 years, he was so much better that he could attend, a 
regular grade school and hot stani^ out from his classmates, His 
IQ by then was 101. Although he cbhtiriued to be slightly*^ 
awkward, his iDei^bhality was appealing to both his teachers 
and peers. Schopler and Reichlet speculated that it was ''quite 
likely that the traces of this impairment will become sufficient- 
ly camouflaged with further development to be un noticeable.^ 
.At the bther extreme was a severely impaired boy with very 
limited abiliti|s.. Schopler reported to NIMH that at 3 the boy 
was unable ^ make communicative sounds or feed himself. 
After 2 y^isri^|n treatment, the boy was able to relate to others 
and even, enjly^d interactions with adults. His self^ielp skills 
developed e>Sremely slowly^ He coulcLJBring a spoon to his 
mouth but was unable to pick up food from his plate. His 
progress was slo^ md tended to disappear unless the task was 
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practiced cdritinUously. Schopler noted in a. rep.ori to NIMH, 
however^ that the boy's parents, who had four other children 
arid had previously gone through- great -marital .^conflict, "ral- 
lied afoUrid him." I r jiiarrLage became more sound and 
'*they feel that their boy has had a humanizing effect on every 
member of the family '^eUiiiciSly,- Schopler wrote, "these par- 
ents have achieved- the delicate balance of accepting the child's 
limitations realistically without losin^the enthusiasm and mo- 
tivation to help him develop as best they can." 
. . 

RESEARCH AND INNOVATION 

J By the time Division TEACCH 'was established in ,1972, 
Schopler and Reichler were cbrifiderit that it was both possible 
and practical for parerits to treat their own psychotic childreh: 
During the 6-year, NIMH-sUpported Child Research -Project, 
they systematically tested diagnostic and treatment practices 
they were Using arid developed others: E]vea their studies of the 
nature of childhood psychosis— such as Schopler's early work 
vbri perceptual processes in psychotid children— have dear im- 
plicatibris for treatment: All of the vlorJc described below influ- 
enced the TEACCH program as it fqnWions today. 

Perception ' >y 

Before Schopler went to North Car-olina^ he had studied thfe 
UriUsUal Way in which psychotic childrjen perceive^and proc^ss^ 
iriformatiori. Many of these childrerr seem to have tjpuble hear- 
ing but, when tested, are found to have intact auditory systems. 
Vision, too, seems-to be impaired in some children, but again 
tests show their, physiological systems are normal. Schopler 
aaOD and -1966) demonstrated that psychotic children tend to 
process information in ways that are more typical of infants^ 
than normal preschool children. They receive iriformatiori arw 
stimulation from the world around them from touchirig, riioutW^ 
ing, stroking, and smelling^ rather than from sight arid sour^. 
"These receptor preferences have a prbfourid effect on the 
martfier in which the child pbtairis arid distorts cUes for learn- 
ing Sbout his envirorirrierit," Schopler rioted iri his first grant 
application to NIMH, The socializirig efforts of parents and 
teachers are especially affected by these preferences, he sjag- 
gested. . H - 
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r Psychotic children experience sensations **at the sacrifice of 
learning and integrating the representation of sensory irifarma- 
tidn in Jtbe external world/^ Schopler. believed that it should be! 
possible to help the child get heyondJhese infantile modes of 
dealing with the world: He and Reichler based many of their 
first treatment techniques on this understanding of the psy- 
chotic child's perceptual processes: they would try to reach the 
child through the perceptual channels that were accessible. 
f. ' Research dri perceptual processes Ln psychotic children has 
>^ how gone beyond Schopler's insights: The best experimental 
wbrR, accbrdirfg to Michael Rutter (1978b), has been done by 
British resear'thers Hermelin and O'Connor, who_ concluded 
that autistic children have a general inability to use sigria and 
symbols, '*a disability which principally involves a deficit in_the 
coding, extraction, or organization of incoming infprrnjatiom" 
Little research has continued on receptor preferences: Schopler 
himself lost interest in the topic when he learned that his 
research was being ^ised to justify treatment techniques such as 
electrbshbck. 

Parents as Scapegoats 

' - - • - 

By contrast; Schopler- s writings on the parents of psychotic 
children have become classics in the literature. He was among 
the first, and the most cohyincing, to discr^^it the ridtidn that 
parents were to blame for the illnesa. in their children. In 1969 
be pablished an analysis of the relationship between prdfessidri- 
al clinicians, and. the parents of psychotic children. Using 
Gordon -Allport's forniulation of the conditions necessary for 
scapegoating, .Schopler demonstrated that the§e parents weris 
in an ideal position to become scapegoats of prbfessidhal fail- 
ures: 

He discussed sijc mdtives that clinicians have for using par- 
ents as scapegoats: 

m The confusion and lack of k. wledge about the riatUre of 
childhood Ps^^wfe^"^ a frustrating burden oh cliriiciahs, 
who clearly ^H^^^bw ,inore_ abbU t the disorder td justify 
their professi^^^^^Sbn. 
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• Such cbhfUsibh "tends to weigh heavily those clinicians 
charged with the treatment of ^utistic children." Sphopler 
wrote. "This burden is often experienced as guilt," and pro- 
jecting guilt ojito -Others is. "as old as history." Since the^ 
child can hardly be Mamed, "his parents provide a most 
convenient substitute." 

• The autistic child's negative attitudes, irritability, an^ aloof 
arid destructive behavior produce a sense of helplesshess 

• that "is not easily expressed against the child, and consider-, 
able pressure develops to explain the child's impossible j^e-i^ 
havibr in terms of his parents." 

• When the -causes of the child's disorder are unclear and_ , 
treatment progress is uneven, the clinician-s view of himself 
as an expert is threatened. High feesj might put additional-^; 
presscireS'Ori hini to justify himself.; Already existing, paren- 
tal guilt, insecurity, and desperation 'Torm a cbhveriieht 
handle for explaming and rectifying the plight bf both chjld 
and clinicians," Schopler bbserved. "The parents' perplexity 
may readily be ir^erpreted as a primary cause of the psy- 
chosis." 1 .:_ _'_ 

• CblleagUes around the clinician^ probably hold the -same 
view, thus reinforcing the clinician's private views. 

• Seriously considering all possible factors that might have 
caused the disorder is ^difficult and tirrieHcrbhsumirig task. 

Simplifications and "tabldid thinking'* are easier. 

. : : j : . _ : : l . . : 

Schbpler also saw that parents -collaborated iii. this process, 

Allpbrt's criteria for victims of scapegoat ing fit them well: They 
are conspicuous when they are out in public with a child who 
acts in bizarre ways^ At the time Schopler wrote hi^ scapegoat- 
ing article;- the parents had no organization that v^biild give 
them-a chance to object and retaliate. They becbrhe dembral- 
ized by -their failures to get help for their children. They are, 
Schopler wrote, "ready and sometimes even willing victims." 
And, they areiacc. :f>le. The parents alsb reacted like scape- 
goat vutims: They tried to cbmply, bfteh by Undergoing exten-- 
sive >r;Ychptherapy; the> pUt in extra effort to learn abouj: 
aut: 'nd wrbt^^ oboks and articles and developecL their own 
treai. proer.v; s. Eventually they sought ameliorative 

actibh by fbriniiig their own organization; 



■ i^^ before ij^ second anrtpal_ rifcpUftg o^^^ 

.^x>' :in^ruuzud :tl0.^r^^tional Socie|^ ^j^Ty;:X 
^i-'.-'f ^K^7^^ei*<:rtOted;.t parents ;an^- ^r^^^^ ^ti&'es- ■ 

''V '^^y^o*" the wej^^^.of the psychoti(5'chnd^ 

•vAa,.,; ' - W> " ^ 

P^^f^^^ionui may iadvi^ 
bears the final respohsi' 

^■^^|^^^'\ . - ; 

moifl^'psychotic children than do most parents ajui-thus have a 
, wider experience in the variations of the problems, -he said: 
Professibrials also have the opportunity to cpmparo, speculate, 
and conduct research w^ith groups (jF children. But, Schopler 
points out: 

Parents, on the other hand, are continaoasiy involved 
with, the same child. They have the GjjpaFtunity to 
observe rnost closely their child's dniqtie characteris- ; 
tics, abilities, and disabilities. Although many prchfl^- 
siphats ac^ capable of empathy; and understanding of 
the parents' plight, the stakes for parents are higher 
^^^^ J^^ J-^^ pr^fesionals.: Parents miist' evaluate and 
deploy their iimit-d family resources and energies in 
terms of- their tbial family. iThey: must consider the" 
cost and , payoff for special education or therapy for 
their autistic child agm^^ and payoff :of the ^ 
f dycatjion of their normal children. These are agoniz- : 
ing and difficult judgments. ThbUgh the p^rofessipnal 
may advise^ only the parent bears th^ final responsibil- 
ity : i advocate that parents must become experts 
-bn their ow^n aiki&tieiichild.:^^ have the most com- 
plete and rele^rant: ii^ormation available: from their 
daily life with the child. They have tfe highest motiva- 
tion for helping their child and maintaining their 
family-equilibrium. [Schbpler 1971b, pp. 75-76.] 


Parental Tho.aght Disorder and Understanding 

In 1969 and 197Q,' Schbpler, with his colleague, JuHe Eoftin, 
?L^:P^'^J^^^^^: research intb the stippbsed abnormal thought 
proce^ses-of the parents of psychotic children. At the time,, 
most experts -^assum^ that parents transmitted psychosis to 
their child through their dismtdered thinking— illogical cbh- 
cepts, fragmented or binrred_^attentio^, and inability to inter- 
pret and communicate meaning, in a series of studies, Schopler 




and Loftin sIuiwihI. that :.th:t,\se parents, especially Hhe mothers, 
did show more impaired thinking thaix cfid pa^^rits of normal 
children, but only when they (elt corifUsed and accused .ubout ' 
their psychotic child. When asked aboUt their nprihal chUdren, 
parents of psychotic children did rior shw sigmftcantty^^ 
disordered thought' than parents whose children are^al)^ 
They suffered frbrri^a "situationally cjj^cumsgribed anxiety "'iind^ 
riot frbrri a formal thought disorder: • > _ 

Schbpler ari<i Ldftiri speculated that mothers are more affect- 
ed by their child's lack of relatedness because *'it is she who 
feels deeply rejected in her mothering role by a child who does 
riot show the ,jisual:pleasur-£s°of infancy, the capacity to imitate 
arid develop like otiier childrea-!' 

As time went on xind Schopler and Reichler had trained 
dozens of- parents as cotherapists, they became more and more 
impri^Hsed by the parents* awareness of; their chirdren's 
strengths and weaknesses. They began to think; that the diffi- 
culty these parents have in raising: a psychotic child is the 
result of not knowing how to deal with a child whose develop- 
mental levels are ''uneven and erratic, arid is riot the result of 
their inability to perceive the child's fUrictidriirig realistically: 
To test these clinical impressibris, Schdpler and Reichler (1972) 
asked 87 ; parents tb estiriiate their children's - functioning, 
before each diagnostic evalUatiari had been done: -Parents were 
asked abbut the" child's overall level of development, language, 
mbtbr arid social skills.,:gener:al ability to^help himsetf, and 
merital age. Th^ parents'-estimates Jilosely matched the results 
bf standardized tests lhat the children later took. ParentSv of 
moderately .or- severely psychotic " -en _ estimated their 

child's development better th^n did i s of mildly psychbtic 

children. All parents, however, seeme^ lO be bewildered abbUt 
what to do with, or expect from, this uhderstandirig bf their 
children. "They appear to be uncertairi" abbUt iti" meariirig 
the child's future, arid what it .^iti^ris fbr ..his potentiar- to 
achieve relative irideperiderice iri his own life," .Schopler and 
Reichler rioted. . : ^ 

:_: = :::: :z: : . ^ 

The Need for Structure . . 

" In mother test of their crinical impressions, Schbpler and^s 
^leagues did a small-scale, tightly controlled e^eririierijt brj_ 
le effects bf structure on psychotic childreri fSch&pl^r^et al. 
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11)71). They noted that, in psychoaniilyticaiiy Oriented therapy, 
children were encouraged to _expiore and express thernselves. 
Opt^rtfRt cbnditidhirig, by contrast, imposed a. rigid structure on 
the child. Schbf>ler and his grou^: conrtrmed their impression 
that psychotic children \ypuld benefit fforn' a relatively struc- 
tured treatment setting. The rribst strikuig finding was that the 
^ reactions differed ehbrrribusly, depending on thc^ir 
developmental age. The lower the developmental leyel, the 
more disorgariized they were in UtSstrUctUred settings:' '^^^ the 
children increase„in developmental leveli^^ijtj^ brgahized re- 
sponse capacity, they seem to become; less^53eperiderit on exter- 
nal structure for maintaining their owni-ofganizatlon than do 
autistic children an a lower ^evel of functioning;;" The imp! 
tibhs bf these findings for treatment and':education are cl 
according to Schbpler s group.: "Perhaps the optimum learnu% 
situation," they say, "is one v^hich has more external structure 
for acquifing new learning patterns and has relative freedom 
from structure for practicing these patterns which have been 
mastered and internalized." ^: 

Diagnosis 



From the beginning ofthe Child Research Project, the degree 
of psychosis in _each child was assessed with the psychotic 
rating scale Sch opJer and Reichler had developed frbrri Creaks 
(HH)3) criteria: During the course of the project, they tested 
^^^^j^^i^^^z^^ '^^^^^^^^^ P the scale against clinical diagnoses 
of childhood psychosis. They found that impaired auditory re- 
"^P^^^:^^^^^^^' verbal communicatidri, arid riear-receptbr respon- 
siveness (e.g:, touch) were- better predictbrs: bf psychosis than 
^^^^^^^^^"^L^^^^^^^^rs, such as faulty ability to relate and 
inappropriate affec| (emdtidri). "The sigriificance bf this find- 
ing,''^ they say, "is that it suggests that human relatedness may 
^^::^^"^P^^^^ various spedfic furictibris, such as auditory 
^_^_P^"^*^^"^ss or the ability to understand or express lan- 
guage:" Identifying such specifi€=4mpairments, they believe, has 
greatej potential for treat m^^hhan the vague construct 
^Ui;j7a^ ri?/ir^G^/?(?.ss. (FurtRer of this construct is report- 

.vd in Reichler and Schdpler ^^Hjj^^r research also showed 
that by rating a child's t>ehal|^^^fe psychotic rating scale, 
they could reliably diagridse the pres^ce arj|Wegree of psycho- 
sis in it child. 
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But they Learti(>d thnt other testing iiistuimerits were^alsb 
necessary. They, waiited to have some idea of the child's IQ 
because other research, was making it clear thi\t children with 
very low IQs did not change regardless of treatmerit. while the 
projyi^^^to5xhildreri with IQs over 50 varied greatly depend- 
ing o^^feup^tion and experience The IQ score could also pro- 
vide it^tsis for judging later improvements. ^ 

When Schbplers group began 'the Child Research Project, 
most clinicians and rcseal-chers believed that it was impossible 
* to test the mental ability of psychotic children: The children' 
were often unresponsive or negative. Some could not use lan- 
guag^v sorne were hyperactive. Ani^l^^^^^ problem of ''un. 

testability" in a 1978 article, Schb'pTer iarttl Reichler attributed 
it to three factors: the wrong psychdldgical tests were used; 
^ clinicians refused to believe that a child's iricoffect responses 
could actually reflect lack :bf ability rather thtin negativism; 
and some children, especially hyperactive ones, are difficult to 
test even if the right test is used. 

Schopler and Reichler and their colleagues learned that 
most, if not all. childrearouLd be tested if theyiwere given the 
right psychological test and if the. staff was sufficiently patient. 
The tests now used at TMeeH mcinde_^the loiter Internation- 
al f^erformance Scale, a test designed for ihe deaf that requires 
no Undierstanding of spoken language, the Bayley Infant Devel- 
bprrient Scales, and the Merrill-Palmer Scaie_of Mental Tests, 
which relies on language less than do most other intelligehce 
- tests. : , ; r : ' : 

: Perhaps the nioM: important diagnostic and evaluative tool 
used in the TEA^K program isVthe PsychdedUca^ional Profile 
(PEP), which the%'aff developed to make it possible to -identify 
the uneven anci^ idiosyncratic learning patterns so typical of. 
psychoti^^^ehi4aren. Seven typls of furictibriing are assessed: ' 
Pathology— the child-s ability -i^^ maintain eye .contact, for 
pxaraple, or abriornialities in the use of the senses; words, or 

diaterials <> _ : 

• Imitation-=--verhal and motor imitative ability, both of which 
are important for language dev^bpment 
K^m Perception-^perceptual skills, such as discriminating shapes 
and sizes 
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• Motor skills— grass and fine motor skills, such as clirhbirig 
^ stairs and stringing beads 

• Eye-faand integration— skills necessary for learning, such; as 

copying designs, stacking blocks, and cblbrihg 

within lines 

• Receptive language .^kills, such as s^ing letters and point- 
ing to pictures 

• Expressive language— naming solutions oi' arithmetic prob- 
lems or cbuhtirig, for example. 

Trained dbservers .using; the PEP rate children on each item 
as either passing, failing, or emerging (when a child,^ knows^^ 
something about performirig a task but can't complet6^it with- 
out help). It is this last category that is most usefulTor^plan- 

Jng the teaching program. Th^ PEP, which has been widely 
ed by other programs for handicapped ch_ildr<jn-has recently 
en published (SchbjDler jin 1978) sind a complete;, 

descriptibri of the TEACCH diagnostic procedure is now i n 
press (Schbpler et al., in press). .j 

f iACCH TODAY 



_Schop|er and-Reichler built the results of their research ihtb 
their treatment model, which has evolved arid chailged sirice 
the .firsL families took part. Therapists, for exariiple, are rib 
'bnger_ chosen to represent various pfbfessidris thought tb be 
necessary _ for _ -treating psychotic children. Schbpler a,nd 
Reichler learned -that specialized- trairiirig often made thera- 
pists insensitive to the child's total needs, brie specialist, for , 
example, did not consider it her. job as a speech theragist to 
work on the controj problems of a x:hild defecating into the 
.heat vents Today, the TEAiSeH -therapists are chosen for their 
interest in and vvillingness to help psychotic children.' They 
come from several different -disciplines, and they leave their 
profaponal id^'ity at the doof ._ Qnce in -the. TEACCH pro- 
grams they alternate acting as therapists- to^e^hildren and as 
parent ^(^unselors, so that they do ^ pot id^ntOS -witk either 
groy^. This is one of many practical measures Schopler- and 
Reichler have instituted to assure- that the f6cns_^of thei; treat- 
meri^program rerniins on the individuaKchiH *a^d famil}^^^^ ' 
riot sbrrie preconceived notion df B^^. . . 
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Perhaps ^ niosi pbticeable change in TEACCH since the 
days of the^Child Research Project is the emphasis on educa- 
tion that is now apparent. Once the goal- was to treat the 
cliilds symptoms so that he or $he would be ready to join .a 
normaL first-grade class. Now it is known that most psychbtic 
child^^^cahriot progress to regular, classrooms. Nevertheless, 
as M^aret Lansing and &ic Schopler recentl^^ re- 
search and clinical experience over the past decade has |ed 
many investigators to conclude that education is the treatment 
of choice. Recent Federal legislation requiring individualized 
education for all handb^pped children has adde^ an impetus to 
the trend t<^ard. edol^lng rather than just treating psychotic 
children..TyiIarth_Garolma legislation creating TEACCH car^ 
ried mandate that it provide individualized education for all 
, psychotic children and those with related cdnimUnicatidns 
handicaps. • _ _ _ . .; 

This shift toward education has changed several aspects of 
the TKACCH program; beginning with the diagnostic system. 
P'or educational purposes, 

. .-If is lesg^ helpful to know the precise catalog of the 
\ child's autistic characteristics than::it isztb know their 
educational Jmpticatidns. How much individual, atten-; 
lion does the child require: to function in the class- 
" rborn? i^t what developmental level are his language 
and other cognitive skills? WHicH: of his autistic beha- 
viors are incompatible with his learning: or disrupt the 
other children? This kind n^f inforrnatidn is needed to 
decide the degree and kind of classroom structure: the 
child requires . . . tte- educator also needs to know 
■what skills, if developed, will enable a child:: to better 
function— regardless of the erivirdnment he is in: [Lan- 
sing and Schopler IBtS, pp. 440-441.] , 

The^ diagnostic system and anstrnments now used at 
TEACCH, ^particularly the "Psychoeducational Profile, are 
geared tdward meeting these^due^ipnal needs as welr^ cUni- 
eal goals. Parents are in 11 partners in this process. .Test data, 
for example, are formally irit^g:rated with informatibh bh the 
child s fuhctiohi^^t home, information supplied by the child's^ 
parents: As- Wit^he first famili^s,\ parent^ in the TEACCH | 
program today are never exclu3ed from bbseWatidri and evalu- 
ation -of their children. THey still watch diagnostic sessions 
through a one-way mirror. Their qUestidns are still answered 



H()() Mf-N rAI. ILLNHSS AND I'MI': l-AMlI.S' ^ 

i\x\\\\ They are given iiSnmuch lirisight into their child's abiiity 
arid potential as the TEACCH j^taff can supply. In fact, the 
invdlverii^Mit of parents in the TEACCH ; program is probably 
greatef thari it was dUririg the first, experimental years. 

Typically, a child now referred to TEACCH comes In with his 
ar her parerits for a day of diagnosis and evaluation. Later on 
the same day, th« staff arid parents agree to a tentative con- 
tract to work cdllab()ratively; the contract sets but goals, re- 
sponsibilties, and prdcedUi t s for wbrkirig with the child. During 
P^^'^^^i^^J^ weeks, the child arid drie dr both parents come 
in once a week, for- hour-long clinical sessidris. The child thera- 
pist and pareTLts decide which problems are riidst trdUblesdriie, 
agree on techniqaes_ to try to overcome them; arid set Up a 
program for the parents to carry out at home. The parerit 
consultant acts as an advocate— suggesting jnanagement tech- 
niques and self-help skills, arranging for medical services, help- 
ing with educational planning, and ''above ajj being available 
to share the parents' burden and struggles in coping;" (Marcufe 
et al, 11)77.) _ ; / 

After this extended diagnostic period is over, staff and par- 
ents again confer to set up a new contract that might- involve 
less frequent visits. At this point, and sometimes after the 
initial day' of evaluation, the child may be assigned to one of 
the classrooms that are how part of the TEACCH program. 
Sdme childreri receive treatment at one of the diagnostic and 
t^eatmerit^ceriters first arid then move pri to ajc lass roam. Some:, 
are in -both at the sariie tjriie, arid a few brlly attend classes. 
E^ch cla^srQdm is staffed by a teacher arid a teacher ' assistant 
and_h^/ive to eight childreri. Each is supervised by the clini- 
cal dh^ctor of the regional center that Jt is near. 
- Clibsroom prdgrariis are^^ iri riiariy respects, like the clinic 
progr&ns^ The teacher, who has full access td diagribstic irifor- 
mationVobserves- and experiments with each child bri differerit 
tasks and coUabdrates with parents on the hdriie prdgrarii. 

'^^j^il^^^^^^^^^^^^irig arid Schdpler have described hbw a 
teacher/therapist and parents selected tasks arid wbrked with 
6-year-old Susan^ They knew, from the diagnostic assessriierit 
that Susan could discriminate the shape and size df pUzzle 
pieces. She- knew enough ^'' ^J'ds ^te^bei iier immediate needs. 
But she couldn't dinps_i^hei^fn|^H showed no sponta- 

riebus interest in^Sp^^ at^^PicJ^ and Vtypically withdrew 
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iilstoaU. Tilt' teacher and pariuit decided to trach her a task 
that was both within her abiUty and useful in daBy Life— in her 
case, the difference between bi^ and iittiv and the skill of 
buttoning her own clothes. Both the teacher and_ the_j>arents 
had noticed that Susiin was very interested In her mother's 
jewelry, thiit^ht^ watched her mother sew, and that she learned 
best through daily repetition of structured routines: 

Susan was; quickly frustrated and rejected tasks that 
were clearly diffi^^ult: Buttoning her clothes was too 
difficult due to poor fme rnotor skills,: poor yi^ 
terition, and lack of coordination between both hands. 
: The buttoning task was brokSn down intasteps:: begin- 
ning with pushing large poker chips through a card- 
hoard slot, then ^oMarge buttons, srriajler buttons, arid 
jlnally to buttoris^ttached^ Both parent and 

teacher : worked simultaneously and observed Susan's 
rate of iricreased skyi,-keej3ing the tasks a^^ ^^^el of 
possible success: Big- and little were taught first in 
sorting tasks usirig jewelry, serving Ute^^^ 
as well a§ school materials: The objects were labeled by 
size, and once descriptive labels r^were^ U^^ 
Susan w;as required Jo. use these in daily" routines- 
asking for a "big cookie,'^ **a:.i)ig swirig,"::-*tfe 
earririg,V:^ete. Susan was inciJnsistesit in her perform- 
ance frj&m, dj^y to day. As her mother described' it, 
*'Sbme <iay§ Ihe seerris to get oat on the wrong side of 
the bec^:" Both parent and teacher observed^ that bri 
her irritable urieooperat4ve <i^s they got better cooper- 
ation:.if they immediaitety Amplified the tasRs;, reduc- 
A -t»^ the number or usirig bigger buttons and. giving 
''^ ttlcre^gdVhelp with her :''l2Hg,'\ '\H verbal re- 

sponse^ The process of task analysis continued from 
day td^ay. [Lansing au.d Schopier 1978, pp. 447-448.] 

: Susan^ parerits arid te&herS^|ra<lually moved on to: other, 
daily routines. The teacher thought the girl should be^able to 
carry Iter tray to Ui? .sehbbl cafeteria. For example, Susan's j 
mother^began teaching her this task by requiring her tO);;parry 
dishes to the table at home and td carry groceries from tHe car: 
Sometimes Susan tilted the disHes'^rid spilled fddd. Her mo|her 
noticed that she would watch her bwri hands when she was 
carrying food she liked, so she taugRt SUsari td avoid spil^ 
her favorite foods by Being-rijareful arid atteritive. Sddn Sus 
was carrying trays at the qafeteria. 
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It is this kind of: ri^sptTtfuncooperaUon btHwoen' te^^ arid 
piiront^ that is similar to :tho interaction. between therapists arid 
parents in the TEACCH program. In/^ecent years, the class- 
rooms have become^an integral part of.the_effort to teagji arid 
socialise the troubled chjldren who come to TEACCH Besides 
the classrooms, TEACCH has i:o^laborated to esjg^jhsh a group 
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home for older children, classes;: 
camp, ^ind summer recreation pr<^r 
Some TEACCH children, abo;S|?^ 
lar classrborris. Orie way the sta " 
therii is to bring normal children 
school system to spend time in 
Schopler says that \yhen this practice^st^rlc— 
crisis. "The principals and parents thoag^^r^ 
thing that was catching." After a few iw^^l^ 
visiting childreri became so interested ihat 't^ 
using the visits as a reward, even for second 
Schopler is pleased. "It gives our kids a £h^ce to h^ave riice! 
constructive social interactions with capable^ ^orriial cTiildreri.' 
And the riornial kid learns about handicappMsC^^ldren in a 
setting where he doesn't Teel compelled to make fun of risk 
losing a baseball game." 

: Since the TEACCH program started in 1972, soriie 500 chiK 
dren have gone through the diagnostic ^valuatibri. More than 
600 have been seen since the beginning of the Child Research 
Project. Betv^een 100 and 120 are now seen each year. 

OUTCOME— DO^S TEACCH WORK? ^ 

The advantages of the TEACCH program over most, perhaps 
all, ajternativ-e methods fpr treating and educating psychotic 
'Children ar£ obvious; Families are kept together and parents 
are restored to their posiUori as the primary nurturing agents 
in their child's life: The c^dren are spared life in an institu- 
tion.. The coS'of TEACCiris low. During the 1975-1976 fiscal 
year, for example, the State of North Carolina spent aii aver^ 
age of $2,155 on each of 80L TEACCH families; when Federal 
and: local funds are added, the cost comes ,tb ^,255 for e^ch 
fariiily. By comparison, ijSstitational care iri North Carolina' 
would have cost ^about $18^-000 a year .for each child; arid riiany 
private institutions are much more expensive. Consideririg just 
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the treatriient provided at TEACCH centers, the cost came to 
about; $8; an hour that year. The g:oing rate for individaal 
psychiatric treatrheht was then about $4 

And what about the children? How: do they; fare? Schbpler 
and Reichler have reason to believ^ tbat develbpmerita 
apy may work better— for child and family— than traditional 
methods. Their own clinical irnpressibhs are that most children 
improve, and most fa mi lies are more sta)ble after they have 
been involved with TEACCH for a tirne. Casual chats, with 
: parents; and children themselves lead an obsefvef to the same 
cpnelusibh. Parents voice none of the bitter r^sentrnent against 
TEACCH that they so often express toward- psychodynamic 
tr^atrwrit programs tHey have tried. Their few complaints are 
minor. They seem satisfied, even though they have foregone all 
hope of a miracle cufl^Jor their child: 

TEACGFf' has sbme "forrnal measures of its ;ef feet iveness. One 
is a small experiment that tested the parents' ability 4a fanc- 
tibh as cbtherapists. The study, which will soon be pabushed, 
^as dbri^ by Lee Marcus, his roileagues a^t the Piedmont 
TEACCH Center, and Schopler -They ionnd that mothers could 
significantly ifnprove the teaching and control of their ct^ildren 
in less than 2 months: Ten mothers in a clinic^sample w^ere 
asked to teach their ow_n children an unfamiliar but uncompli- 
cated task on two separate occasions— once before treatmerit 
began and the second time after the first treatment phase was 
over. The children had already been ; assessed, and a task was 
chosen if the PEP had show^n that a child had emerging skill in 
performitig it. All of the children were autistic and their 
median; IQ;was brily 34. As the mother helped her child learn 
the task, observers rated the chil3 for compliance and^pecific 
skills, such as behavibr cbntrbl and Use of l^nguage^ After the 
usual weekly sessions at a TEACCH -cen-ter for the next 6 to 8 
weeks, the mothers and childrefL werex>hserved again at a task 
at the same level of difficulty;- Resdlts showed that sill of the 
mothers had irnprxxved as teachers and that they were able to 
generalize what they had iearned. The children were all more 
compliant during: the second testing session with on_e exceptioYi, 
a boy who had been ; extr^rn_ely compUant in the first sessiQri. 
Mothers of younger children improved mbre than thbse bf blder 
children, which suggests that early interyy?tidh, is i^goctant. 
Mothers from lower sbcibecbribmic status ,^^^) graAipa^showed 

' L . y t ^ . 
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greater improvement than mothers from • more advantaged 
groups; both had done quite w^ell at the first session, indicating 
that the lower SES group w^as actually more competent at the 



The excellent response of this group to the interven- 
tion program is especially gratifying, since historically 
lower SES families have hot fared well iri being identi- 
fied or obtaining services for their autistic children: 
Glearly^ edu<raiipnal or : social :£Hdyantages s^^^^ 
influence treatment decisions involving direct parent 
participation. [Marcus et aU 1978.1 / 

The investigators concluded that while^this small study lends 
siippbrt to the byerijll effectiveness of th& deyelQj^mehtal thier- 
apy model, it does not make it possible to separate put which 
parts of the treatrheht process produced the change in the 
children. * : 

L:Ahbther study how uh will show how parents rate 

TEAG<gH. All pai^hts in the program have answered a detailed 
question ri aire, arid their answers are being cbnlpared to re- 
sponses to a sirriilar questionnaire answered by all*therapists 
involved with parents. Initial reports sh^w that 84 percent of 
the parents have found the TEACCH^^^IS|^e;^B especially help- 
fuL in improving their children's Jbeh^j^^p^fclems, language, 
and social skills. Details of this study ^p-^^^p^lyzed i^^r this 

In a third study, supported in part^^^l^ U.S. Office of 
Education ,^ observers ara going into the families' hornes and 
recording i;lie ^childrerL's ieKavior ^nd child-parenLinteraS^ 
before. treatment hasdi^uii. At several points after treatment 



has started, the obser^rs again record what is going on in the 



home. ySc hop ler reports that, so far, improvement has been seen 



in sev/eral dimensions.. 

What can be learned from such research is problematic, how- 
ever. As Schopler noted in a recent grant application to NIMH: 

Most visitors to the home of a disturbed autistic child 
will agree that the child js poorly adjusted and that 
the family atmosphere; is unhappy. These vague de- 
scriptors .are quite real, and the: desirability for im- 
prdyement Jsiirarely dispiited.- However, 
contriboting to these effects are more variaBfe and 
eornpjex than can reasonably be cbritrblled jri^^a ex- 
perimental design. When changes are observed, any 
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number of variables may have produced them. On the" 
other hand, specific, contributing behaviors can be 
identified and modified (for example, a child's inability 
to tie shoe laces), but the ^iembhstrated butcbme may 
be regarded as too specific to be relevant: 

Sfchbpler- believes that in a program requiredJt£L_|^^fe^ 
children with a range of handicaps, sUch as TEAC(!?IM^^lMfc| 
way to evaluate how well it works is to measure the yB^^talV^N. 
, between all parties involved: "^"^j ^o^^'v 

Treatment butcame jTor bK)th sj^jfic a nd ^eneraj gou Is 
is evaluated through independent interviews with par- 
ents, therapist, and teaching staff. Assessment of o 
come is valic|ated by the extent to which they agree on 
their evaluation of success or failure. This cdnsensujil 
validation . , incorporates the recbghitibn that farnily 
adaptation with an autistic child can have many differ- 
y ent forms. What a given family decider they^ cant and 
want to do for optimum adaptation in collaboration 
withjtheiri prbfessipM mayijbe closer to the 

truth: than any external criteria. [Schopier i97^a, p ' 

4201.] : ^ 

Schopier might have addedi that a consensus already exists ; ^ 
about the value otTEACCH. In il972 the American Psychiatric 
Association gave Schopier and: Reichler its Gold Achievement 
Award for ''productive research bri developmerital disorders of 
children and the 'implementatibh of effective clinical applica- 
tibri." TEACCH has been the model for many other treatment 
programs here arid abroad. j n _ i 

Therejs every indicatipri that TEACCH will cbritinue its prac- 
tice of fiexibly adapting to the ciuldren and families it serves . 
arid cautiously adopting hew tecfe^ues arid procedures as they 
cbriie along. If ftiere is brie iriflexible dbctririe at TEACCHy it J 
that childreri, their parents, arid their families are all unique 
arid their needs must be found out and met in the best wa;^ 
possible. rf" J * 

Parerits repeatedly <!^hfirrii that this dbctririe is practiced as 
weiras preached. Tbriiriiy had been at TEACCH for 6 weeks 
wheri his riidthef compared it to other programs Tommy had 
beeri in. ... 

There,iwe isperit a Jot of- time getting Tbriimy to sit Jn *- 
^ his chair or stop hitting. Here at TEIAGGH we come 
arid work bri teachirig hirii specific skills arid in the 

■ - / ^ - 
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cburye of the work, his behavior has shaped up. But 
it s more than that. Here we're teaching hirn in a way 
that he csLU Learn. The staff doesn't just assume t^at 
^^^^y A^aj^^^ the : sarhe way. They 

knoAv that one method may be harder, another easier 
for Tommy. 

Like many other parents, Tommy's mother thinks that one of 
the most important things she aSd her husband learned at 
TEACCH w^as to accept their son's limitations.- Tommy's autis- 
tic characteristics havS begnn_to_subside, but he r-emaihs seri- 
ously retarded. His mother said she will be happy if the autistic 
symptoms completely disappear, and lie grows Up to be "a nice 
retarded person, able to jive comfortably with others." 
- Perhaps the last word on TEACCH should go o the parents: 
Here is what one of the first^rribthers to participate had to say 
after she had been away frBm the program for a few years: 

Certainly, 4hey brought out the best in me: Most par- 
ents who come to TEACCH don't have^ any idea that 
they have talents and that they can teach and train 
their own child. None of lis, v^^ get married, 

think of oi^rselves as needing to have a unique or 
special quality in^chUdrear^ They helped me Jearn 
to set things in motion and teach George some jskill&, 

J^^jP: lyn^se^^^^ help him toward using his - 
potential. I had always felt that inside George there 
^^^^ some abilitiesj that we v/ere not able to tap withfM - 
an IQ test He does some problem solving tMt is at 
higher level than his overall functioning. When I'd say 
this in_ the yearly re-evaluatiori' sessions, no one ever^ 
ri^el was w^rong^ t>r humored me. Bat they did heifjl 
me keep_.George's future in perspeGtive. It tooTc mei^f 
l^ng tirne to accept that there was no way George wSjt 
ever going to be able to read. No way was he gpiiig W' 
be able to understand math or social' studies or histo^. 
1 They helped me to refdcUs it \yc^B 

be better for him to. learn fonctionai skills, to go 
;t^': ^J^^se things that wbuld-Help him get along in a sKfel- 
tered life, a sheltered job, perh^^js living in a gfjoii^ 
/^^^y ^^yer Rrorriised miracles. They hav^een 
very carefuL They learn from parents, then they.Mjte- 
V. what they have learned and give it back to other par- 
\^:;-,ents. .9.—' 
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